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Development of the National
Home and Hospice Care
Survey

by Barbara J. Haupt, D.V.M., Division of Health Care
Statistics

Introduction

This report provides a description of the development of
the National Home and Hospice Care Survey (NHHCS). The
NHHCS is one of a number of surveys conducted by the
Division of Health Care Statistics, National Center for Health
Statistics (NCHS). The NHHCS was implemented in 1992 and
will be conducted annually; data are collected by means of
personal interviews with the administrators and staff of a
nationally representative sample of hospices and home health
agencies.

The legislative mandate 42 USC (Section 306 of the
Public Health Service Act) states that one of the duties of
NCHS is to “collect statistics on...health resources...[and the]
utilization of health care, including utilization of...services of
hospitals, extended care facilities, home health agencies, and
other institutions....” (see appendix I). Data about the utiliza-
tion of home health and hospice care services are collected
through the NHHCS, which is a part of the National Health
Care Survey (NHCS) (1). The NHCS is a program designed
by NCHS to collect data on the use of health care providers in
the United States. The NHCS is an integrated set of record-
based health care provider surveys that has been developed by
the Division of Health Care Statistics in response to changes
during the 1980°s in the delivery of health care.

The National Health Care Survey

The NHCS is composed of five basic components: Long-
Term Care, Health Provider Inventory, Patient Follow-on,
Hospital and Surgical Care, and Ambulatory Care. This family
of surveys is designed to answer questions concemning the
utilization of health care services. The surveys generate data
that permit analysis of the relationship between the use of
health services and health characteristics that can be used to
monitor current and changing patterns in health care use.

The Long-Term Care Component of the NHCS includes
two surveys: the National Nursing Home Survey and the
National Home and Hospice Care Survey. Through this com-
ponent, data are collected on the services and staff of the
facilities and on the personal and health characteristics of
current and discharged residents or patients.

The National Health Provider Inventory (NHPI) Compo-
nent, formerly called the National Master Facility Inventory
and the Inventory of Long-Term Care Places, provides a

comprehensive national listing of health care facilities such as
nursing homes, facilities for the mentally ill and mentally
retarded, home health agencies, hospices, and licensed residen-
tial care facilities. Data from the NHPI are used to describe the
number, distribution, and types of facilities and to select
samples of facilities for other component surveys.

The Patient Follow-on Component provides data on out-
comes of patient care and subsequent use of health care
services through periodic contacts with patients, patients’
families, or facilities. Data are available from the 1985
National Nursing Home Survey Followup. A feasibility study
is underway to develop, test, and fine-tune the data collection
methodology for other provider-based follsw-on studies.

The Hospital and Surgical Care Component collects data
on the utilization of resources in short-stay hospitals and
ambulatory surgical centers. This is done through the National
Hospital Discharge Survey, which has been conducted annu-
ally since 1965, and the National Survey of Ambulatory
Surgery, which will be operational in 1994.

Data on visits to office-based physicians and hospital
emergency departments, outpatient departments, and clinics
are collected through the National Ambulatory Medical Care
Survey and the National Hospital Ambulatory Medical Care
Survey. These surveys, which are currently conducted on an
annual basis, make up the Ambulatory Care Component of the
NHCS.

Purposes of the NHHCS
The purposes of the NHHCS include collection of

e National baseline data on the characteristics of hospices
and home health agencies in relationship to patients they
serve and the type of staff they employ

o Data on Medicare and Medicaid certification

e Data on charges to patients by hospice and home health
agencies

e Information about the source(s) of payment for services
from hospices and home health agencies

¢ Information about patients receiving home and hospice
care including functional status and diagnosis

e Information about the categories of people employed by
hospices and home health agencies



Data from the NHHCS will be available to analyze
relationships that exist between services offered and the popu-
lations served by hospices and home health agencies. Such
analyses of data ‘on utilization, diagnoses, and services can
make important contributions to specific areas of epidemio-
logic surveillance, particularly chronic disease, injury, and
aging.

The data set and procedures for the NHHCS were devel-
oped and evaluated in 1990 in the study, Feasibility of
Studying Hospices and Home Health Agencies (2). Results

from this study were refined and pretested in 1991 in prepara~
tion for the National Survey. The developmental, testing, and
evaluation processes, which resulted in the NHHCS, are
presented in this report. Appendix II contains definitions of
selected terms used by the NHHCS. Changes will be docu-~
mented as needed in the Technical Appendix of the NHHCS
summary reports (see “Data publication and availability” in
the section “The National Home and Hospice Care Survey” in
this report).



Feasibility of studying
hospices and home health
agencies |

The first step in the development of the National Home
and Hospice Care Survey (NHHCS) was the study, Feasibility
of Studying Hospices and Home Health Agencies (Feasibility
Study) (2). This study was done under contract in 1990; its
purpose was to determine the availability of data and to
develop and test data collection plans for the NHHCS and the
hospice and home health agency part of the 1991 National
Health Provider Inventory (NHPI). Because of this dual
purpose, there were two elements of interest in the Feasibility
Study: the agency providing the service (the NHPI part) and
the client or patient served (the NHHCS part). Although this
dual nature is evident throughout the Feasibility Study, this
report will concentrate on the NHHCS part of the study.

Sampling frame and sample selection

The sampling frame and sample selection for the Feasi-
bility Study are summarized in table A. The agency sampling
frame was a list of hospices and home health agencies
developed from lists of agencies provided by States, the
Medicare Provider of Service file of the Health Care Financing
Administration, and national directories created by trade groups
and other organizations. Based on this sampling frame, it was
estimated that there were approximately 1,600 hospices and
10,000 home health agencies in the United States. The client
sampling frames were lists of current and discharged clients
(or patients) that were constructed by the interviewer at the
time of the interviewer’s visit to the agency. See appendix III
for copies of the forms used to construct these patient lists.

The design used to select the sample for the Feasibility
Study was a multi-stage design similar to that planned for the
NHHCS. The first stage consisted of eight purposively selected

Table A. Sample selection for the Feasibility Study for the
National Home and Hospice Care Survey

Sampling frame sources
Agencles:
Lists from States
Medicare Provider of Service File
National directories
Clients:
Lists constructed by interviewer

Sample selection

Primary sampling units (8)
Agencles (192)
Hospices (80)
Home health agencies (112)
Clients—selected from 96 agencies
Current patients (4 per agency)
Discharges (4 per agency)

[

areas called primary sampling units (PSU’s). These PSU’s
were geographically dispersed throughout the contiguous United
States and included urban and nonurban areas. Within each of
the eight PSU’s, the frame was sorted by ZIP Code and type of
agency (hospice or home health agency). A systematic random
sample of 192 agencies was selected from these areas—24 (10
hospices and 14 home health agencies) in each PSU. These
agencies were used to test the questionnaires and procedures
for the NHPI. Half (96) of these agencies were randomly
selected for the NHHCS part of the Feasibility Study. Lists of
current clients and of discharges were constructed for these
agencies. Client information was obtained from a systematic
sample of four current patients and four discharges that were
on these lists.

Data collection instruments

Three questionnaires and two listing forms were used in
the Feasibility Study: an Agency Questionnaire, an Adminis-
trator’s Questionnaire, a Client Questionnaire, a Current Client
Listing Form, and a Discharged Client Listing Form. These
data collection instruments are shown in appendix III. The
questionnaires were used to collect data about the agencies,
the clients (or patients) served, and the services provided
(table B). The listing forms were used by the interviewers to
aid in selecting the samples of current clients and of discharges.

The Agency Questionnaire included the types of agency
data that were to be collected primarily through the NHPI.
This information included identification, operating status, type
of ownership, Medicare and Medicaid certification, and main-
tenance of clinical records by the agency. Also included were
questions on the types of services provided by the agency, the
types of personnel providing the services, the types and
numbers of clients served, and the number of visits made to
clients during the previous year.

Table B. Questionnaires used and information obtained for the
Feasibility Study for the National Home and Hospice Care Survey

Agency Questionnaire Client Questionnaire

(NHPI) (NHHCS)
Agency data Demographic characteristics
Services provided Administrative data
Personne! Family and home environment
Client data Sources of referral

Health status
Functional status
Services provided
Payment information

Administrator's Questionnaire
(NHHCS)
Agency data
Client data




The Administrator’s Questionnaire was a shortened ver-
sion of the Agency Questionnaire and included agency data
that were to be collected through the NHHCS. This is summa-
rized in table C. Included are identification information, type
of ownership of the agency, primary service category of the
agency, maintenance of clinical records, and Medicare and
Medicaid certification. Questions were also asked about the
types and numbers of clients served and discharges that
occurred during the previous year. '

The Client Questionnaire, which was also to be used in

“the NHHCS, collected data on current and discharged clients.
As shown in table D, this questionnaire obtained information
about the client’s demographic characteristics; family and
home environment, including where and with whom the client
was living; services provided to the clients, including number
of visits made fo the client by agency staff; health and
functional status of the clients, including presenting diagnoses;
charges and sources of payment for the services provided;
sources -of referral to the agency; date of enrollment and, for
discharged clients, date, status, and reason for discharge. In
order to determine data availability, sources of the information
used to answer the items on the client questionnaire were
collected by asking the respondent if the information was
obtained from the client’s primary record, from a supplemen-
tary record, from the respondent’s personal knowledge, or
from consultation with another staff member.

The Current and Discharged Client Listing Forms were
used to list each client to aid in selecting the client samples.
The date of enrollment was listed for each current client and
the date of discharge was listed for each discharged client.

Data collection methods

The data collection methods for the Feasibility Study are
summarized in figure 1. The Feasibility Study was done in two

Table C. Information collected through the Administrator’s
Questionnaire for the Feasibility Study for the National Home
and Hospice Care Survey

Agency data
Identification information Primary service category
Agency name, address, and Hospice

telephone number Home heaith care
Mailing and location Hospice and home health care equal
Administrator's name, title, and Other :
telephone number

Clinical records

Table D. Information collected through the Client Questionnaire
for the Feasibility Study for the National Home and Hospice Care

Survey
Demographic characteristics Administrative data
Date of birth Date of enroliment
Sex For discharges only:
Race Date of discharge
White Discharge status
Black Alive
American Indian, Eskimo, Aleut Deceased

Asian, Pacific Islander
. Other
Hispanic origin
Marital status
. Married
Widowed
Divorced
Separated
Never married

Family and home environment
Living children present
Family involved in providing care
Primary caregiver present

Relationship to client
Spouse
Parent
Child
Other relative
Neighbor
Friend
Volunteer group
Cther

Whoere client living
Private residence
Rented room, boarding house
Retirement home
Health facility
Other
With whom fiving
Alone
With others (family, nonfamily)
Safety assessment done of home

Sources of referral
Self or family
‘Nursing home
“Hospital
Physician
Health department
Other

Functional status

Vision

Hearing

Activities of dalily living
Bathing
Dressing
Eating
Transferring
Walking
Using toilet room

Instrumental activities of

daily living

Doing light housework
Handling money
Shopping for groceries/clothes
Using telephone
Preparing meals
Taking medication

Reason for discharge (narrative)
Social Security Number

Payment information
Sources and amount billed
Private insurance
Own income, family support, efc.
Medicare
Medicaid
Religious organizations,
foundations, volunteer agencies
No charge
Other ;
Care paid by Medicare or private
insurance hospice benefit

Services provided
Services provided to family?
Number of visits made to client
Days of respite care provided
Services to client:
Personal care
Nursing services
Physician services
Other medical services
Mental health services
Social services
Physical therapy
Occupational therapy
Speech and hearing therapy
Vocational rehabilitation
Special education
Nutritionist services
Sheltered employment
Homemaker-household services
Transportation
Meals on wheels
Recreational servicés
Housing services
Protective overnight services
Medication
Other services

Health status
Diagnosis at enroliment
Primary
Secondary (up fo six)
Bladder and bowel status
Catheter/ostomy
Continence
Mental stafus
Behavioral problems
Disorientation/memory
impairment
Psychiatric symptoms affecting
daily functioning

Ownership Maintained by agency?
Independent agency Where kept (at this location or at
Part of chain another location)
Owned/operated by: For current/active clients

Hospital For discharges
Nursing home
Federal, state, or local Certification
health department or agency Medicare
er Medicaid
Client data
Active clients served during 1989 Discharges during 1989

Number of hospice-only clients

Number of home health care-
only clients

Number of clients that were both
home heatlth care and hospice
clients

Number of hospice discharges
Number of home health care
discharges

phases. In Phase I (the NHPI part) the Agency Questionnaire
was mailed to all of the 192 sampled agencies. Half of these
agencies were randomly selected to receive a prenotification
letter. This was sent out 1 week before the main mailing, that
consisted of a letter from NCHS explaining the survey, an
Agency Questionnaire, and letters of endorsement from the
National Hospice Organization and the National Association
of Home Care. (Copies of the letters used are shown in
appendix III.) Agencies not responding to the first mailout



Mailout to:

112 home health agencies
80 hospices

Nonrespondents:

Second mailout
Telephone contact

PHASE | ?ﬁggcl:y Questionnaire

PHASE Il Administrator’s

Intervi t
Questionnaire (NHHCS) merview a

56 home health agencies
40 hospices
Interview at:

28 home health agencies
20 hospices :

Current clients (4\facility)
Discharges (4\facility) Self- administration at:

28 home health agencies

20 hospices

Verification of half of
questionnaires:

Figure 1. Data coliection methods for the Feasibility Study for
the National Home and Hospice Care Survey.

received a second mailed questionnaire with a reminder letter.
If no response was received to the second mailout, a telephone
contact was made with the agency. An interview was then
conducted by telephone in which the information on the
Agency Questionnaire was obtained. Half (96) of the agencies
selected for Phase I were randomly selected to participate in
Phase 1T (the NHHCS part). Seven home health agencies and
five hospices were selected in each of the eight PSU’s. These
96 agencies were then randomly assigned to 1 of 2 groups.
Interviewers contacted both groups by telephone to gain their
participation and to set up an appointment with the agency
administrator.

At the appointed time, the interviewer met with the
agency administrator to conduct the interview using the Admin-
istrator’s Questionnaire. With the cooperation of the agency
staff, the interviewer constructed two client sampling lists: one
of current clients and one of discharges. The Current Client
Listing Form and the Discharged Client Listing Form were

used for this process. Current clients were those clients who

were on the rolls of the agency on the calendar day immedi-
ately preceding the day that the interviewer visited the agency.
The discharges that were listed were those that occurred
between January 1, 1989, and December 31, 1989. If a person
was discharged more than once during the year, each discharge
was listed separately. However, persons who were admitted
and discharged on the same day were not included in the list of
discharges. In agencies selected as home health agencies only
home health clients were listed; only hospice clients were
listed in agencies that were selected for the sample as hos-
pices. Using a programmable calculator, the interviewer drew
a systematic random sample of four current clients and four
discharges. In the agencies assigned to the first group, the
interviewer obtained the information on the Client Questionnaire
for each of the sampled clients by interviewing a member of
the agency staff designated by the administrator. In the agen-
cies assigned to the second group, the interviewer trained a
designated staff member how to complete the Client

Questionnaire. The questionnaires were then left for self-
administration. In both groups the staff member providing the
information was to refer to each client’s medical record when
answering the questionnaires. When the interviewer returned
to the second group of agencies to collect the completed Client
Questionnaires, the interviewer verified the information reported
in half of the questionnaires by interviewing the staff member
who completed them or by abstracting the data from the
patient’s medical records.

Results of the Feasibility Study

Results of the Feasibility Study are summarized in table E.
The most important finding was that data about hospices,
home health agencies, and the patients they serve are available
and can be collected through a national survey. Of the 96
agencies that were selected for Phase II, all were able to
complete the Administrator’s Questionnaire. Moreover, 82
agencies (85 percent) completed the sampling lists and client
questionnaires. Some changes were made for the NHHCS
based on the experiences gained from the Feasibility Study—
both to the questionnaires and to the procedures used for the
survey. ‘

The changes that were made to the data collection instru-
ments are shown in detail in table F. A shortened version of
the Administrator’s Questionnaire, referred to as the “Facility
Questionnaire,” would be used to collect the information
needed about the sampled agencies. Clients of the agencies
would more correctly be referred to as “patients.” Since
results of the Feasibility Study indicated that using only one
questionnaire for the two different types of patients (current
and discharged) was confusing, two questionnaires (one for
current patients and one for discharges) would be used to
collect patient information, The Current and Discharged Client
Listing Forms were renamed the Current Patient Sampling
List and the Discharged Patient Sampling List. Since the date
of enrollment of current patients was not needed, and was not
always readily available at the listing stage, this item was
deleted from the Current Patient Sampling List. However, the
date of discharge was retained on the Discharged Patient

Table E. Results of the Feasibility Study for the National Home
and Hospice Care Survey

Data about hospices and home health agencies are available and can be
collected through a National survey

Changes in data collection instruments
One Facility Questionnaire, two Patient Questionnaires, two sampling
lists to be used
Facility Questionnaire:
Less patient information collected
Additional information to be collected on services and staff
Patient Questionnaires:
Rewording of questions to allow for infants, children, comatose
and very debilitated patients
Revision of many questions
Additional information collected

Changes in procedures
Entire survey will be interviewer-administered
All hospice and home health patients eligible
Reference period for discharges changed
Patient sampling done using sampling lists and table of random numbers




Table F. Changes made in the data collection instruments for the
National Home and Hospice Care Survey as a resulit of the
Feaslbility Study

Data collection Feasibility Study:
instruments used Agency Questionnaire
Administrator’s Questionnaire

Current Client Listing Form
Discharged Client Listing Form
Client Questionnaire
Changed to:
Facility Questionnaire
Current Patient Sampling List
. Discharged Patient Sampling List
. Current Patient Questionnaire
Discharged Patient Questionnaire
Information collected “Clients” (Feasibility Study) will be
referred to as “patients”

Questions on clinical records dropped
Ql:jesﬁon about number of discharges
rop v

Reference time period for current
(active) patients changed

Ownership categories revised .

Questions on selected services added

Questions on facility staff added

Facility information
questionnaire

Date of enroliment for current clients
(patients) dropped.

Patient Sampling Lists

Patient information
questionnaires

Demographic characteristics:
Age of patient asked if date of birth
not available
Administrative data:
Discharge status included in reason
for discharge question
Reason for discharge question
modified
Category about assessment only
added
Family and home environment:
Question on family involvement in
providing care dropped
Question about safety assessment
dropped
Relationship of primary caregiver to
patient categories revised
Where patient living categories
revised ’
Question about primary caregiver
living with patient added
Questions on next of kin added
Sources of referral categories
revised
Payment information:
Amount billed not collected for each
source of payment
Sources of payment categories
revised
Question on primary source of
payment added
Services provided:
Question on services provided to
family dropped
Services provided categories
revised
Health status:

Questions on mental status
dropped .
Questions on bladder and bowel

status revised
Question on current (or discharge)
diagnosis added
Question on special aids added
Question on types of staff that
provided services added

Sampling List since it would be used in determining which
discharges are eligible for the sample.

Several changes were made in the content of the question-
naires. The Facility Questionnaire would collect only agency

6

information needed for the survey; therefore, the questions on
clinical records were dropped since they had served their
purpose for the Feasibility Study. Less patient information
would be collected on the Facility Questionnaire—only the
information needed to determine if the agency was eligible to
participate in the survey would be necessary. The questions
about agency ownership and operation were revised and
questions about selected services and the agency staff were
added.

Many of the items on the patient questionnaires were
re-worded to allow for the fact that hospices and home health
agencies serve a wider variety of patients (for example, a
wider age group) than are usually served by more traditional
long-term care facilities. Some items were revised in order to
collect better or more complete data. Some questions were
dropped; others were added. Additional information to be
collécted include the identification of “assessment only”
patients, the collection of current or discharge diagnoses (in
addition to diagnoses at admission), information on special
aids used by each patient, the types of staff that provided
services to each patient, and information on each patient’s
next of kin. “Assessment only” patients were those who had
been admitted by the hospice or home health agency for an
assessment or determination of eligibility for services but were
not actually provided services by the agency (for example,
they may not have met the requirements of the agency for
provision of services or they may have elected not to receive
services from the agency). The next of kin information was
added as a Pretest item to determine the availability of this sort
of information for use in future follow-up studies. Procedural
changes and changes made in data collection methods are
detailed in table G. In the Feasibility Study, patient informa-
tion was collected through two different methods: personal
interviewer and self-administered questionnaires. Although
Pparticipation in the Feasibility Study did not differ signifi-
cantly between the two groups, the completeness of the
questionnaires was significantly higher for the interviewer-
administered group (96 percent) than for the self-administered

Table G. Changes made In the procedures for the National Home
and Hospice Care Survey as a result of the Feasibility Study

All questionnaires would be completed by personal interview:
Better completion rate
More uniformity of data
Less respondent burden

All hospice and home health patients admitted to and served by an
agency would be eligible for the survey regardless of how the agency
was categorized (hospice or home health agency)

Changes in reference period for discharges:

Discharges during a 12-month period ending at midnight of the
day immediately preceding the day of the interviewer’s visit
to the agency

Discharges for an episode of care of less than one day would
be included

Changes in patient sampling:
Number of current patients and of discharges sampled increased
from four to five
Total number of patients listed on sampling lists used in selecting
sample (rather than numbers reported on Agency Questionnaire)
Sample Selection Table used rather than a programmable calculator to
select sample patients and discharges




group (91 percent) (2). Other advantages of an interviewer-
administered survey over a self-administered survey included
the higher motivation of the interviewers to obtain quality
data, a more thorough and uniform training of the interviewers
than was possible with agency staff, less respondent burden
since the interviewer would handle all of the paperwork
necessary for the survey, and no need for the interviewers to
return to the agencies to pick up the completed questionnaires
(or to rely on the agency personnel to mail them in). It was,
therefore, decided that the National Survey would be entirely
interviewer-administered. :

Another change that was made as a result of the Feasibil-
ity Study concerned the type of patient that was eligible for the
survey. In the Feasibility Study, only home health patients
were selected from facilities that were selected as home health
agencies and only hospice patients were selected from facili-
ties that were selected as hospices. However, it was found that
many agencies served both types of patients. In addition, the
Feasibility Study showed that agencies often changed or
expanded the focus of their service. For example, agencies that
previously served only hospice patients may expand their
focus to also serve home health patients (or even change their
focus to only serve home health patients). Therefore, it was
decided that all hospice and home health patients admitted to
and served by an agency would be eligible for the National
Survey.

The reference period for discharges was also changed. For
the Feasibility Study, all discharges that occurred during the
previous calendar year (January 1, 1989-December 31, 1989)
were in scope for the survey. This was changed to all dis-
charges that occurred during a 12-month period ending at
midnight of the day immediately preceding the day of the
interviewer’s visit to the agency. For example, if the interviewer
would visit the agency on September 11, 1991, the reference
period for the discharges from that agency would be September
11, 1990-September 10, 1991. Many agencies did not have

discharge information readily available if the discharges had
occurred more than a year before the interviewer’s visit. By
changing the reference period in this way, it was felt that more
complete and more current discharge data would be obtained.

Another change that was made regarding discharges was
accepting discharges for an episode of care that lasted less
than one full day. This change would give more accurate
information about services provided by these agencies,
especially by hospices, since, for example, some patients
admitted to a hospice could die (and thus be discharged) on
the same day as they were admitted.

Changes were also made to the sampling procedures at
the patient level. For the Feasibility Study, a systematic
sample of four current patients and four discharges was
selected from each agency. This was increased to five current
patients and five discharges. Since the sampling interval for
the Feasibility Study was determined by means of a program-
mable calculator, the total numbers of current patients and of
discharges: were needed in order to program the calculators.
For the Feasibility Study, these numbers were obtained from
the Agency Questionnaire (that had been completed before the
interviewer’s visit) for each agency. If the numbers used in the
program differed by more than 50 percent from the actual
number (obtained from the current patient and discharged
patient listings), the interviewer had to stop the interviewing
process and call the home office for instructions on how to get
the correct sampling interval. This problem occurred in over
25 percent of the cases during the Feasibility Study (2).
Therefore, a Sample Selection Table, determined from random
numbers, was created for use in sampling patients. The total
number of current patients and/or discharges was determined
from the respective listing and a space was added to record
this number on each listing form. Using this number, the
interviewer then referred to the Sample Selection Table to
determine which current patients and discharges should be
included in the sample:



Pretest for the National
Home and Hospice Care
Survey |

The Pretest, the “dress rehearsal” for the NHHCS, was
conducted in 1991 by the U.S. Bureau of the Census as the
data collection agent. The purpose of the Pretest was to
evaluate all aspects of the data collection plans that were to be
used in conducting the National Survey, including the meth-
ods, procedures, interviewer training materials, data collection
instruments, and other survey materials.

Sampling frame and sample selection

The sampling frame and sample selection for the Pretest
are summarized in table H. The facility sampling frame was
the mailing list for the 1991 National Health Provider Inven-
tory (NHPI) and a list compiled from State directories repre-
senting those places that opened for business after the NHPI
list was completed. A total of 100 agencies was selected for
the Pretest. The patient sampling frames were lists of current
and discharged patients that were constructed by the inter-
viewer at the time of the interviewer’s visit to the agency.

The ultimate sampling unit for the Pretest was the patient
served by each agency. The design used to select the patients
was a multi-stage design similar to that used in the Feasibility
Study. The first stage consisted of five purposively selected
areas or primary sampling units (PSU’s) that were geographi-
cally dispersed throughout the contiguous United States and
that included agencies in urban and nonurban locations. The
second stage consisted of a systematic selection of 20 agencies
(8 hospices and 12 home health agencies) within each area.
The third stage of sample selection consisted of a systematic
probability sample of five current patients and five discharges.
This was done using a sample selection table and lists of

Table H. Sample selection for the Pretest for the National Home
and Hospice Care Survey

Sampling frame sources

Agencies:
Mailing list for 1991 National Health Provider Inventory
State directories

Patients
Lists constructed by interviewer

Sample selection

Primary sampling units (5)
Agencies (100)

Hospices (40)

Home health agencies (60)
Patients

Current patients (5 per agency)

Discharges (5 per agency)

current patients and discharges that were prepared by the
interviewer during the visit to the agency.

Data collection instruments

Three questionnaires and two sampling lists were used in
the Pretest: a Facility Questionnaire, a Current Patient Ques-~
tionnaire, a Discharged Patient Questionnaire, a Current Patient
Sampling List, and a Discharged Patient Sampling List. These
data collection instruments are shown in appendix IV. The
questionnaires were used to collect data about the agencies,
the patients served, and the services provided (see table J). All
of the questionnaires in the Pretest were completed by personal
interview. The sampling lists were used as worksheets by the
interviewers to aid in selecting the samples of current patients
and of discharges.

Agency data were collected through the Facility Question-
naire and included identification information, type of owner-
ship, and Medicare and Medicaid certification. The Facility
Questionnaire also included a few questions on the types of
services provided and the types of personnel providing the
services. This is summarized in table K.

The Current and Discharged Patient Questionnaires were
very similar. Two separate questionnaires were used, however,
because results of the Feasibility Study indicated that using
only one questionnaire for the two different types of patients
was confusing. The information collected through these ques-
tionnaires is shown in table L. Data were collected about each
patient’s demographic characteristics, including where and

Table J. Questionnaires used and information obtained for the
Pretest for the National Home and Hospice Care Survey

Facility Questionnaire
Agency data
Patient data
Staffing data

Patient Questionnaires

Current Patient Questionnaire and
Discharged Patient Questionnaire:
Demographic characteristics
Administrative data
Family and home environment
Sources of referral
Health status
Functional status
Services provided
Service providers
Payment information




Table K. Information collected through the Facility Questionnaire
for the Pretest for the National Home and Hospice Care Survey

Table L. Information collected through the Patient Questionnaires
for the Pretest for the National Home and Hospice Care Survey

Agency data
Identification information Primary service category
Agency name, address, and Hospice
telephone number Home health agency

Administrator’s name, title, and
telephone number

Hospice/home health care equal
Other

Ownership/operation Services provided
Ownership Bereavement care
For profit Pastoral care
Nonprofit
State or local government Number of volunteers
Federal Government
Other Certification
Operated by hospital Medicare
Operated by nursing home Medicaid
Part of a group of facilities
Patient data

Number of patients served during past 30 days
Hospice patients Home health care patients

Staffing data

Information obtained about each type of staff (listed below)

Number of full-time staff Hours worked in last 7 days
On payrall By all payroll staff
Budgeted positions that are vacant By nonpayroll staff

Number of part-time staff

On payroll Visits made in last 7 days by all
Budgeted positions that are vacant staff
Type of staff
Physicians Dieticians/nutritionists

Registered nurses
Llcensed practical or

vocational nurses
Nursing aides and attendants
Home health aides
Homemakers/personal caretakers

Occupational therapists

Speech pathologists and
audiologists

Physical therapists

Social workers

Health educators

Other health care providers

with whom they lived; services provided to the patients and
the types of personnel that provided the services; health and
functional status of the patients, including admitting and
current or discharge diagnoses; charges and sources of pay-
ment for the services provided; sources of referral to the
agency; date of admission and, for discharged patients, date
and reason for discharge.

The Current and Discharged Patient Sampling Lists were
used to list each patient to aid in selecting the patient samples.
After each list was constructed, the total number of current or
discharged patients was determined. Using these lists and the
sample selection table (shown in appendix IV), the interviewer
was able to determine which current patients and discharges to
select for the sample.

Data collection methods

The Pretest began with the mailing of a letter to the
administrators of the sampled agencies to inform them of the
survey (see appendix IV). About a week after the letters were
mailed an interviewer contacted each agency by telephone to
check that the letter was received, discuss the survey, and to
set up an appointment with the agency administrator.

At the appointed time, the interviewer met with the
agency administrator to conduct the interview using the Facil-
ity Questionnaire. Since the staffing information was quite

Demographic characteristics
Date of birth (or age)
Sex
Race
White
Black
American Indian, Eskimo, Aleut
Asian, Pacific Islander
Other
Hispanic origin
Marital status
Married
Widowed
Divorced
Separated
Never married

Family and home environment
Living children present
Primary caregiver present
Relationship to patient
Spouse
Parent
Child
Daughter/son-in-law
Other relative
Neighbor
Friend
Volunteer group
Other
Living with patient?
Where patient living
Private residence
Rented room, boarding house
Retirement home
Board and care or residential
care facility
Hospice inpatient
Other health facility
Other
With whom living
Alone
With others (family, nonfamily)
Next of kin information

Functional status
Vision
Hearing
Activities of daily living
Bathing
Dressing
Eating
Transferring
Walking
Using toilet room
Instrumental activities
of daily living
Doing light housework
Handling money
Shopping for groceries/clothes
Using telephone
Preparing meals
Taking medication

Health status
Admission diagnosis
Primary
Secondary (up to five)
Current or discharge diagnosis
Primary
Secondary (up to five)
Bladder and bowel status
Catheter/fostomy
Continence
Special aids used:
Eye glasses
Dentures
Hearing aid
Wheelchair
Cane
Walker
Crutches
Brace
Other

Administrative data
Date of admission
Assessment only done
For discharges only:
Date of discharge
Reason for discharge
Recovered
Stabilized
Moved out of district
Deceased
Admitted to hospital
inpatient service
Admitted to nursing home
Other
Social Security Number

Payment information
Amount billed (including none)
Sources of payment (primary, all)
Private insurance
Own income, family support, etc.
Supplemental Security Income
Medicare
Medicaid
Other government assistance or
welfare
Religious organizations, foundations,
agencies
Veterans' Administration compensation
Not yet determined
Other

Sources of referral
Selfffamily
Nursing home
Hospital
Physician
Health department
Social service agency
Other

Services provided

Number of visits made

Services:
Dietary/nutritional services
Occupational/vocational therapy
Speech therapy/audiology
Homemaker/companion services
Meals on wheels
Transportation
Enterostomal therapy
Counseling
Medications
Respite care
High-tech care
Referral services
Personal care
Skilled nursing services
Physician services
Social services
Physical therapy
Other services

Service providers
Physicians
Registered nurses
Licensed practical or vocational nurses
Nursing aides and aitendants
Home health aides
Homemakers/personal caretakers
Occupational therapists
Speech pathologists wdiologists
Physical therapists
Social workers
Health educators
Other providers




extensive, a separate worksheet was available that the admin-
istrator or other agency staff member could complete while the
interviewer continued with the rest of the survey. This work-
sheet was to be collected by the interviewer before leaving the
agency. :

After the Facility Questionnaire was completed, the inter-
viewer, with the cooperation of agency staff designated by the
administrator, constructed two lists: one of current patients
and one of discharges. The Current Patient Sampling List
(CPSL) and the Discharged Patient Sampling List (DPSL)
were available for this purpose. These lists are shown in
appendix IV. Current patients were those patients who were on
the rolls of the agency on the evening before the day of the
survey. The discharges listed were those that occurred during
the 12 months before the day of the survey.

Some agencies already had lists available that the inter-
viewer could use. Other agencies, especially those with com-
puter capabilities, offered to generate computer lists for the
interviewer. In these cases, the interviewer used the agency
lists rather than creating the lists by hand. After the lists were
completed (whether they were interviewer-generated or agency-
generated), the interviewer checked them for completeness
and accuracy. If the lists were not complete, the interviewer
added any patients (or discharges) that were missing. Simi-
larly, the interviewer deleted any patients (discharges) that
were on the lists but were out of scope for the Pretest. The
interviewer completed Step 3 of each sampling list that asked
for the total number of patients or discharges listed. Then,
using a sample selection table, the interviewer drew a system-
atic sample of five current patients and five discharges. In
agencies with fewer than five current patients (or discharges),
all patients (discharges) were selected for the respective
sample.

The interviewer then obtained the information on the
Current and Discharged Patient Questionnaires for each of the
sampled patients by interviewing a member of the agency
staff. The staff member was to refer to each patient’s medical
record to obtain the information in the questionnaires. At no
time were the patients themselves contacted. The interviewers
were instructed to complete as much of the interviewing
procedure as possible in one visit; return visits were discour-
aged since one purpose of the Pretest was to determine how
much information could be obtained in only one visit to the
agency.

When all the interviews were completed, the interviewer
returned to the administrator to collect the Facility Staff
Worksheet (if applicable) and to leave a thank-you letter,
thanking the administrator for his or her time and cooperation.
A copy of this letter is in appendix IV.

Resulits of the Pretest

Very few changes were made as a result of the Pretest for
the National Home and Hospice Care Survey. Changes made
to the data collection instruments and to the procedures are
summarized in table M.

The item in the Facility Questionnaire asking for the
primary service category of the agency was deleted. Instead,
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Table M. Changes made in the data collection Instruments and
procedures for the National Home and Hospice Care Survey as a
result of the Pretest

Changes to data collection instruments

Facility Questionnaire Question on primary service category dropped
Questions on services provided added
Questions on certification revised
Questions on patients served revised
Staffing data:
Reference time period changed
Staff categories revised
Patient Sampling Lists  Line number and patient identifier listed
for sampled patients
Discharged Patient Sampling List:
Dates of reference period added
Dates of partial listing added
(if applicable)
Patient Questionnaires  Question on type of care received added
Family and home environment:
Question on living children dropped
Questions on next of kin dropped
Where patient living categories revised
Special aids categories revised
Services provided categories reordered
Types of staff that provided services
revised and reordered

Changes to procedures

Number of current patients and of discharges sampled increased from five to six
Return visits made to agency if necessary to obtain complete data
Fagcility staffing worksheet could be mailed to interviewer
Changes in reference period for discharges:
Discharges during a 12-month period ending the last day of the month
before the interviewer’s visit to the agency
Listing of discharges for part of a 12-month period accepted

the agency administrator would be asked a series of questions
to determine if the agency currently provides home health
and/or hospice care services, if the agency provided these
types of services to patients during the 12 months before the
interview, and if the agency currently had any active home
health or hospice care patients. If the answers to all three of
these questions were “No,” the agency would be out of scope
for the survey and the interview would be terminated.

The questions on certification status of the agency were
expanded to get more specific information. For the Pretest,
only certification status (Medicare and/or Medicaid) was ascer-
tained. Additional questions would be asked in the National
Survey to determine if an agency is certified as a hospice, a
home health agency, both, or neither,

More information would be obtained on the Facility
Questionnaire about the numbers and types of patients served.
The Pretest asked for the numbers of hospice and of home
health care patients served during the past 30 days. The
National Survey, on the other hand, would ask about the
numbers of current patients and of patients served during the
past 12 months. Separate numbers would be asked for those
served only as hospice patients, only as home health care
patients, and as both hospice and home health care patients.

The question about the agency’s staff would also be
modified slightly. The reference time period would be changed
from the past 7 days to the most recent pay period since
personnel information by pay period was found to be more
readily available. In addition, the categories of type of staff
would be expanded to include additional types of service staff
and administrative staff.



Very few changes would be made to the Patient Sampling
Lists. The interviewer would list the line numbers and the
identifier of the sample patients on the front of the form in
order to make it easier for the agency personnel to pull the
medical records for the sample patients. Space would be added
to the Discharged Patient Sampling List for the dates of the
reference period and, if applicable, the dates of partial listings
(see the following paragraph on procedural changes for more
information).

Some changes would also be made to the Patient Ques-
tionnaires as a result of the Pretest. In order to identify the
numbers of patients receiving hospice or home health care, an
item would be added to the Patient Questionnaires asking for
the type of care the patient received from the agency (hospice,
home health, or other). The questions about living children
and the next of kin item would be deleted from the Patient
Questionnaires. The next-of-kin questions were included in the
Pretest to determine whether this type of information could be
obtained through the NHHCS. The Pretest results indicated
that it is indeed possible to obtain this type of information;
however, it will not be collected by the NHHCS until follow-up
studies will be done. Some questions on the Patient
Questionnaires were revised, mainly by adding additional

categories that were found to be needed based on the results of
the Pretest. Finally, some rewording and reordering of data
items were done to the questionnaires as a result of the Pretest.

The Pretest also indicated the need for some procedural
changes in order to get more complete and valid data. A
sample of six current patients and six discharges would be
selected for the National Survey (compared to five each for the
Pretest). The interviewers would be instructed to make return
visits to the agencies (if necessary) in order to obtain the
information requested. The agencies would be able to mail in
the staffing information collected on the Facility Questionnaire
if additional time was needed to respond to that item. The
reference period for discharges would be changed to the last
12 months as of the last day of the month before the interview
rather than as of the day before the interview. For example, if
the interview were conducted on September 9, 1992, the
reference period for discharges would be September 1, 1991—
August 31, 1992 (rather than September 9, 1991-September 8,
1992, as was done in the Pretest). A list of discharges for less
than a 12-month period would be accepted for sampling as
long as the available time period could be identified and it falls
within the 12-month reference period of the NHHCS.

"



The National Home and
Hospice Care Survey

The National Home and Hospice Care Survey (NHHCS)
began operation in September 1992. This survey is conducted
annually and collects baseline data on the characteristics of
hospices and home health agencies, the patients they serve,
and the types of staff they employ.

Sampling frame and sample selection

The sampling frame and sample selection for the 1992
NHHCS are summarized in tables N and O. The agency
sampling frame is the hospice and home health agency part of
the 1991 NHPI and all agencies that opened for business after
the 1991 NHPI and before June 30, 1992, as identified through
the Agency Reporting System (ARS) (3). A representative
sample of 1,500 agencies was selected. The patient sampling
frames are lists of current patients and discharges that are
constructed by the interviewer at the time of the interviewer’s
visit to the agency. See appendix V for copies of the forms
used to construct these patient lists.

The elementary sampling unit of the NHHCS is the
patient served by the agency. The sampling design used to
select the sample patients is a three-stage design. The first
stage consists of the selection of 198 primary sampling units,
or PSU’s. These PSU’s are the same ones used in the 1985-94
NCHS National Health Interview Survey (NHIS), a survey of
the civilian noninstitutionalized population of the United
States (4). The PSU’s are counties, groups of counties, county
equivalents (such as parishes or independent cities), or towns
and townships (for some PSU’s in New England).

The second sampling stage involves the selection of
agencies within six primary strata. These strata, which are
shown in figure 2, were formed in the 1992 sampling frame on

Table N. Sample selection for the National Home and Hospice
Care Survey

Sampling frame sources
Agencies:
1991 National Health Provider Inventory
Agency Reporting System
Patients
Lists constructed by interviewer

Sample selection

Primary sampling units (198) -
Agencies (1,500)

Hospices (384)

Home health and other agencies (1,116)
Patients

Current patients (6 per agency)

Discharges (6 per agency)
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Table O. Distribution of hospices and home health agencles In
the 1992 National Home and Hospice Care Survey universe
(sampling frame), National Health Interview Survey primary
sampling units, and 1992 survey sample by primary strata and
region

Home heaith and
Hospices other agencies
NHIS Survey NHIS Survey
Agency Universe PSU's sample Universe PSU's sample
Number of agencies
All agencies. ...... 1,014 472 384 7,845 4,055 1,116
Primary strata

Self-representing. . . . 368 351 263 3,226 3,112 568
Non-self-representing

MSA.......... 213 76 76 1,701 710 315

Non-MSA....... 433 45 45 2,918 233 233

Region

Northeast ........ 169 108 89 1,767 1,327 340

Midwest ......... 310 111 85 2,195 877 249

South........... 335 155 132 2,867 1,294 372

West ........... 200 98 78 1,016 557 155

NOTE: PSU is primary sampling unit.

the basis of type of agency, type of PSU, and metropolitan
statistical area (MSA) status of the PSU. Type of agency was
determined from information collected through the NHPI and
the ARS. Four types of agencies were considered for selection
and were placed into one of two groups: (1) hospices and (2)
home health agencies, mixed agencies (those that provide both
types of care), and unknown type of agency (this second group
will be referred to as home health and other agencies). Type of
PSU refers to those PSU’s that are self-representing (SR) in
contrast to those that are non-self-representing (NSR). SR
PSU’s are the largest PSU’s in the United States and were
selected in the NHIS sample with certainty (probability of 1).
NSR PSU’s are those that were not selected with certainty (4).
NSR PSU’s are further subdivided into MSA and non-MSA
status. MSA is a metropolitan statistical area defined by the
U.S. Office of Management and Budget on the basis of the
1980 Census.

Within these six sampling strata, agencies were arrayed
by one or more of the following characteristics: region (North~
east, Midwest, South, and West), type of ownership (for profit,
nonprofit, State or local government, Federal Government, and
other), certification status (certified by Medicare and/or Med-
icaid and not certified), and agency size (number of patients
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Flgure 2. Second stage of sample selection for the National Home and Hospice Care Survey.

currently being served by the agency). These categories are
based on information from the NHPI and the ARS. The
number of agencies selected from each sampling stratum,
shown in table O, was based primarily on the distribution of
agencies in the universe and other research results leading to
the best sample design for the 1992 NHHCS. As shown in
figure 2, hospices in the NSR PSU’s (MSA and non-MSA) and
home health and other agencies in the non-MSA NSR PSU’s
were selected with certainty. Hospices in the SR PSU’s and

Table P. Questionnaires used and information obtained for the
National Home and Hospice Care Survey )

Facility Questionnaire

Agency data
Patient data
Staffing data
Patient Questionnaires

Current Patient Questionnaire and
Discharged Patisnt Questionnaire:
Demographic characteristics
Administrative data
Family and home environment
Payment information
Sources of referral
Functional status
Health status
Services provided
Services providers

home health and other agencies in the MSA NSR PSU’s, and
the SR PSU’s were selected with probability proportional to
the agency size (5).

The third stage of sample selection, sampling of six
current patients and six discharges within each agency, is done
using a sample selection table to obtain systematic probability
samples of current patients and of discharges. The patients and
discharges are selected from sampling lists that the interview-
ers construct for each agency. Current patients are those
patients who are on the rolls of the agency on the evening
before the day of the survey. The discharges that are listed
were those that occurred during the last complete 12-month
period before the month the survey was completed.

The agencies selected for the 1992 NHHCS sample will
be retained for the 1993 and 1994 surveys. The agency sample
will be updated when the ARS reports a significant number of
new agencies. The sample patients and discharges will be
drawn from sampling lists created each year in each sample
agency as part of the survey procedures.

Data collection instruments

Three questionnaires and two sampling lists are used in
the NHHCS: a Facility Questionnaire, a Current Patient Ques-
tionnaire, a Discharged Patient Questionnaire, a Current Patient
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Sampling List, and a Discharged Patient Sampling List. The
data collection instruments used for the 1992 NHHCS are
shown in appendix V. Copies of the instruments used for
subsequent years of the survey will be included in the
appropriate reports. All of the questionnaires are completed by
personal interview. The questionnaires are used to collect data
about the agencies, the patients served, and the services
provided (see table P). The sampling lists are used as work-
sheets by the interviewers to aid in selecting the samples of
current patients and of discharges.

Agency data are collected through the Facility Question-
naire and include identification information, type of owner-
ship, and Medicare and Medicaid certification. The Facility
Questionnaire also includes questions on the numbers and
types of patients served, a few questions on the types of
services provided, and the types of personnel providing the
services. This is summarized in table Q.

The Current and Discharged Patient Questionnaires are
very similar to each other and to the questionnaires used in the
Pretest. Based on results of the Pretest, the ordering of some
questions was changed, additional response categories were
added to some items, and an item identifying the type of care

Table Q. Information collected through the Facllity Questionnaire
for the National Home and Hospice Care Survey

Agency data

Identification information Services provided

Agency name, address, and
telephone number

Administrator's name, title, and
telephone number

Home health or hospice care
Currently
.During last 12 months
Bereavement care

Pastoral care
Ownership/operation
Ownership Number of volunteers
For profit
Nonprofit Certification
State or local government Medicare
Federal Government As home health agency
Other As hospice
Operated by hospital Medicaid
Operated by nursing home As home health agency
Part of a group of facilities As hospice
Patient data
Number of patients served during Number of patients currently
past 12 months being served

Home health only

Home health only

Hospice only Hospice only
Both hospice and home health Both hospice and home health
. Staffing data

Information obtained about each type of staff (listed below)

Number of full-time staff
On payroll

Budgeted positions that are vacant

Number of part-time staff
On payroll

Budgeted positions that are vacant

Type of staft
Physicians
Registered nurses
Licensed practical or

vocational nurses

Nursing aides and attendants
Home health aides
Homemakers/personal caretakers
Dieticians/nutritionists
Occupational therapists

Speech pathologists and audiologists
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Hours worked during last pay
period
By all payroll staff
By nonpayroll staff

Visits made during last pay period
by all staff

Physical therapists

Social workers

Health educators
Pastoral/bereavement staft
Administrator/director

Case manager/coordinator
Secretarial/clerical :
Qther health personne!
Other personne!

Table R. Information collected through the Patient
Questionnaires for the National Home and Hospice Care Survey

Demographic characteristics Administrative data
Date of birth (or age) Date of admission
Sex Assessment only done
Race For discharges only:
White Date of discharge
Black Reason for discharge
American Indian, Eskimo, Aleut Recovered
Asian, Pacific Islander Stabilized
Other Moved out of district
Hispanic origin Deceased
Marital status Admitted to hospital inpatient
Married service
Widowed Admitted to nursing home
Divorced Other
Separated Social Security Number
Never married Type of care received
Home health care
Family and home environment Hospice care
Primary caregiver present Other
Relationship to patient
Spouse Payment information
Parent Amount billed (including none)
Child Sources of payment (primary, all)
Daughter/son-in-law Private insurance
Other relative Own income, family support, etc.
Neighbor Supplemental Security Income
Friend Medicare
Volunteer group Medicaid
er Other govemment assistance or
Living with patient? welfare

Where patient living

M Religious organizations,
Private residence

foundations, and agencles

Rented room, boarding house Veterans' Administration compensation
Retirement home Not yet determined
Board and care or residential care Other
facility
Health facility Sources of referral
Other Selfffamily
With whom living Nursing home
Alone Hospital
With others (family and nonfamily) Physician
Health department
Functional status Social sesvice agency
Vision Other
Hearing
Activities of daily living Services provided
Bathing Number of visits made
Dressing Services:
Eating Skilled nursing services
Transferring Personal care
Walking Social services
Using toilet room Counseling
Instrumental activities of daily living Medications

Doing light housework Physical therapy

Handling money Homemaker/companion services
Shopping for groceries/clothes Respite care
Using telephone Referral services
Preparing meals Dietary/nutritional services
Taking medication Physician services
High-tech care
Health status Occupationalfvocational therapy
Admission diagnosis Speech therapy/audiclogy
Primary Transportation
Secondary (up to five) Enterostomal therapy
Current or discharge diagnosis Meals on wheels
Primary Other services
Secondary (up to five)
Bladder and bowel status Service providers
Catheter/ostomy Regi nurses
Continence Licensed practical or vocational
Special aids used: nurses
Eye glasses Nursing aides and attendants
Dentures Home aides
Hearing aid Homemakers/personal caretakers
Wheelchair Social workers
Cane Physical therapists
Walker Physicians )
Crutches Occupational therapists
Brace - Speech pathologists/audiologists
Oxygen Dieticians/nutritionists
Hospital bed Health
Commode Volunteers
Other Other providers



provided to the patient (home health, hospice, or other) was
added. The information collected through these questionnaires
is shown in table R. Data are collected about each patient’s
demographic characteristics, including where and with whom
they lived; services provided to the patients and the types of
personnel that provided the services; health and functional
status of the patients, including admiiting and current or
discharge diagnoses; charges and sources of payment for the
services provided; sources of referral to the agency; date of
admission; and for discharged patients, date and reason for
discharge.

The Current and Discharged Patient Sampling Lists are
used to list each patient to aid in selecting the patient samples.
After each list is constructed, the total number of current or
discharged patients is determined. Using these lists and the
sample selection table (shown in appendix V), the interviewer
is able to determine which current patients and discharges to
select for the sample.

Data collection methods

Although the NHHCS is an annual survey, it is not
operated continuously throughout the year. The NHHCS is
conducted once a year during a 3- to 4-month period, with the
U.S. Bureau of the Census acting as the data collection agent
for NCHS. Before each survey the interviewers undergo
extensive training in survey procedures, using self-study mate-
rials and classroom training. In addition, each interviewer is
given a manual that contains detailed instructions and infor-
mation that can be used to answer respondent questions,
provide detailed definitions of items, and ensure accurate
entries on the data collection forms. o

Training for the NHHCS is done by the U.S. Bureau of
the Census and consists of a supervisors’ conference, a
self-study session, and a classroom training session. The
supervisors’ conference is held centrally and is attended by
supervisors from the 12 Census regional offices. During the
conference the questionnaires and listing procedures are
reviewed, and field and office procedures are discussed.

The self-study sessions are done by each of the interview-
ers (referred to as field representatives or FR’s). These ses-
sions consist of written material that the FR’s review and an
audio tape. The self-study includes information about the
survey objectives, the forms that are used in the survey,
confidentiality procedures, and information on contacting agency
administrators and on resolving problems with the sample or
participation. The audio tape includes examples of calls to
agency administrators; listening to the tape enables the FR’s to
get some practice in calling the administrators and setting up
an appointment.

The classroom sessions are conducted by the Census
supervisors that attended the supervisors’ conference. These
sessions are held in the regional offices. To assure uniformity
of training, each supervisor follows a written script that was
prepared by Census headquarters staff. During the classroom
sessions the FR’s conduct several mock interviews, complet-
ing several facility and patient questionnaires. The FR’s also

complete several patient listing and sampling exercises. Role-
playing exercises, during which the FR’s respond to respondent
questions about the survey, are also part of the classroom sessions.

Each year the survey begins with the mailing of a letter
from the Director, NCHS, to the administrators of the sampled
agencies. The purposes of the letter are to enlist the coopera-
tion of each administrator and to inform the administrator of
the authorizing legislation, purpose and content of the survey,
and its voluntary nature and confidentiality provisions. Letters
endorsing the NHHCS are also enclosed. For the 1992 Survey
an endorsement letter was received from the National Associa-
tion of Home Care (see appendix V). About a week after the
letters are sent, the interviewers contact each agency by
telephone to check that the letter was received and to gain the
participation of the agency. Each interviewer also sets up an
appointment with the agency administrator at this time.

At the appointed time, the interviewer meets with the
agency administrator to conduct the interview using the Facil-
ity Questionnaire. Since the 'staffing information is quite
extensive, a separate worksheet is available that the adminis-
trator or other agency staff member could complete while the
interviewer continued with the rest of the survey. This work-
sheet is either mailed back to the interviewer’s supervisor at
the regional office (a self-addressed stamped envelope is given
to the agency administrator for this purpose) or is collected by
the interviewer before leaving the agency.

After the Facility Questionnaire is completed, the inter-
viewer, with the cooperation of agency staff appointed by the
administrator, constructs two sampling lists: one of current
patients and one of discharges. The Current Patient Sampling
List (CPSL) and the Discharged Patient Sampling List (DPSL)
are available for this purpose. These lists are shown in
appendix V. Current patients are those patients who are on the
rolls of the agency on the evening before the day of the survey.
The discharges that are listed are those that occurred during
the last complete 12-month period—that is, during the 12
months ending the last day of the month before the survey. For
example, if the interview is conducted on September 9, 1992,
the reference period for discharges will be September 1,
1991-August 31, 1992.

Some agencies may already have lists available for the
interviewer to use. Other agencies, especially those with
computer capabilities, may offer to generate computer lists for
the interviewer. In these cases, the interviewer may use the
agency lists rather than having to create the lists by hand.
After the lists are completed (whether they are interviewer-
generated or agency-generated), the interviewer checks them
for completeness and accuracy. If the lists are not complete,
the interviewer adds any patients (or discharges) that are
missing. Similarly, the interviewer deletes any patients (dis-
charges) that are on the lists but are out of scope for the
Survey. Step 3 of each sampling list, which asks for the total
number of patients or discharges listed, is completed. Then,
using the sample selection table, the interviewer draws a
systematic sample of six current patients and six discharges. In
agencies with fewer than six current patients (or discharges),
all patients (discharges) are selected for the respective-sample.
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Steps 6 (number of patients or discharges selected) and 7 (the
sampled patients or discharges) are answered last.

The interviewer then completes the Current and Dis-
charged Patient Questionnaires for each of the sampled patients
by interviewing a member of the agency staff. The staff person
is instructed to refer to each patient’s medical record to obtain
the information in the questionnaires. As in the Pretest, the
patients themselves are not contacted. If necessary, the inter-
viewers will return to the agency to obtain all of the necessary
information.

When all the interviews are completed, the interviewer
returns to the administrator to collect the Facility Staff
Worksheet (if applicable) and leaves a thank-you letter,
thanking the administrator for his or her time and cooperation.
A copy of this letter is in appendix V.

All completed survey materials are reviewed by the
interviewers in the field before being submitted for processing.
Attempts are made at that time to retrieve missing data or to
correct inconsistent data. Quality control is also maintained
through standardized procedures of supervisor observation of
interviews, review of completed questionnaires, and feedback
to interviewers.

Data processing and estimation

After the entire interview process is completed for an
agency, the interviewer sends all forms for that agency to the
supervisor at the regional office where the forms are checked
in and reviewed for completeness. Any Facility Staff Work-
sheets that the regional office receives are attached to the
appropriate Facility Questionnaires. The forms are then sent to
the NCHS data-processing facility in Research Triangle Park,
North Carolina.

Manual editing and coding of data are done centrally by
trained NCHS staff. Diagnoses are coded according to the
International Classification of Diseases, 9th Revision, Clinical
Modification (ICD-9-CM) (6). Up to 12 diagnostic codes are
assigned for each sample patient (a maximum of six at
admission and a maximum of six at the time of the survey or
discharge). After keying, extensive editing is conducted by
computer to assure that all responses are accurate, consistent,
logical, and complete. When necessary, records are reviewed
manually to resolve inconsistencies. In some cases, missing
data are imputed. All imputed data are identified as such on
the data tapes to enable the analyst to distinguish between
imputed data and reported data. After the editing is completed,
the computer is used to calculate and assign weights, ratio
adjustments, recodes, and other related procedures necessary
to produce national estimates from the sample data.

Because the NHHCS is designed to produce national
estimates on the use of home health and hospice care services,
the data must have weights to inflate the sample numbers to
the national estimates. Each record on the final data tapes has
a weight for this purpose. By aggregating these weights,
estimated counts for national data can be obtained. The
weights used to inflate sample data have three principal
components: inflation by the reciprocals of the probabilities of
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sample selection, adjustment for nonresponse, and ratio adjust-
ment fo fixed totals (7).

Inflation by the reciprocals of the probabilities of sample
selection—There is one probability for each stage of sam-
pling: (a) the probability of selecting the PSU, (b) the prob-
ability of selecting the agency, and (c) the probability of
selecting the patient or discharge within the agency. For
example, the probability of selecting a current patient within
an agency is the number of current patients selected divided
by the total number of current patients on the agency’s roster
as of the night before the survey. The overall probability of
selection is the product of the probabilities at each stage. The
inverse of the overall selection probability is the basic inflation
weight.

Adjustment for nonresponse—NHHCS data are adjusted
for three types of nonresponse. The first type of nonresponse
occurs when an in-scope (NHHCS eligible) sample agency
does not respond. This adjustment is a multiplicative factor
that has as its numerator the number of in-scope sample
agencies within each PSU and as its denominator the number
of in-scope agencies that completed an agency questionnaire
in that same PSU. The second type of nonresponse occurs
when an agency does not complete the sampling lists used to
select the patient or discharge samples. This adjustment is a
multiplicative factor that has as its numerator the number of
eligible current patients (discharges) from in-scope sample
agencies regardless of whether they completed a current
patient (discharge) questionnaire within each PSU and as its
denominator the number of eligible patients for in-scope
agencies that completed at least one in-scope sample current
patient (discharge) questionnaire in that same PSU. The third
type of nonresponse occurs when the agency does not com-
plete the questionnaire for a sample patient or discharge. This
adjustment is a multiplicative factor that has as its numerator
the number of in-scope sample current patients (discharges)
within each agency and as its denominator the number of
in-scope’ current patients (discharges) that had a completed
questionnaire in that same agency. The nonresponse adjust-
ment brings estimates based only on the responding cases up
to the level that would be achieved if all eligible cases
respond.

Ratio adjustment to fived totals—The purpose of ratio
adjustment is to take into account all relevant information in
the estimation process, thereby reducing the variability of the
estimate. Adjustments are made within each of eight groups
defined by region (Northeast, Midwest, South, and West) and
type of agency (hospice or home health and other agencies) to
adjust for over or undersampling of agencies reported in the
sampling frame. This adjustment is a multiplicative factor that
has as its numerator the number of agencies in the sampling
frame within each region-type of agency group and as its
denominator the estimated number of agencies for that same
group.

Because the statistics produced from the NHHCS are
based on a sample, they will differ somewhat from figures that
would have been obtained if a complete census had been taken
using the same schedules, instructions, and procedures. As in
any sample survey, the results are subject to sampling and
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nonsampling errors. Nonsampling errors include errors due to
response bias, questionnaire and item nonresponse, recording,
and processing errors. To the extent possible, the latter types
of errors are kept to a minimum by methods built into survey
procedures. Such methods include standardized interviewer
training, observation of interviews, manual and computer
editing, verification of keypunching, and other quality checks.
Because survey results are subject to both sampling and
nonsampling errors, the total error is larger than errors due to
sampling variability alone.

The standard error is primarily a measure of the variabil-
ity that occurs by chance because only a sample, rather than
the entire universe, is surveyed. The standard error also
reflects part of the measurement error, but it does not measure
any systematic biases in the data. It is inversely proportional to
the square root of the number of observations in the sample.
As the sample size increases, the standard error generally
decreases.

The chances are about 68 in 100 that an estimate from the
sample differs by less than the standard error from the value
that would be obtained from a complete census. The chances
are about 95 in 100 that the difference is less than twice the
standard error and about 99 in 100 that it is less than 2%4 times
as large.

The standard errors used by NCHS for published data
from the NHHCS are computed using SUDAAN software.
SUDAAN computes standard errors by using a first-order
Taylor approximation of the derivation of estimates from their
expected values. A description of the software and the approach
it uses has been published (8).

Data publication and availability

This report presents a description of the NHHCS through
its first year of operation (1992). Preliminary data from the

1992 NHHCS has been published (9,10,11) and a report
presenting final data will be available soon (12). Both of these
reports will be done for each year of the NHHCS. In addition,
more analytical reports, concentrating on special topics, are
planned. These will be published by the National Center for
Health Statistics Vital and Health Statistics, series 1, 2, and 13,
and in Advance Data from Vital and Health Statistics. Infor-
mation will also be made available in journal articles and in
papers presented at professional meetings.

Data from the NHHCS will also be available in the form
of public- use computer data tapes. Three tapes were produced
for the 1992 NHHCS: one containing agency information, one
containing current patient information, -and one containing
discharged patient information. Comparable data tapes will be
produced for subsequent years of the Survey.

For general information on the NCHS data tape program,
computer products currently available, schedule of release of
upcoming data files, or published information, contact:

Data Dissemination Branch (DDB)
National Center for Health Statistics
Centers for Disease Control and Prevention
6525 Belcrest Road, Room 1064
Hyattsville, MD 20782

(301) 436-8500

Data tapes and other computer products are sold by the
National Technical Information Service (NTIS) and are not
available from NCHS. To purchase computer products from
NTIS, contact:

National Technical Information Service
5285 Port Royal Road

Springfield, VA 22161

(703) 487-4650
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Appendix |
NCHS authorizing legislation

VNATIONAL CENTER FOR HEALTH STATISTICS

Sec. 306. [242k] (a) There is established in the Department of Health and Human Services the
National Center for Health Statistics (hereinafter in this section referred to as the "Center") which shall be
under the direction of a Director who shall be appointed by the Secretary and supervised by the Assistant
Secretary for Health (or such officer of the Department as may be designated by the Secretary as the
principal adviser to him for health programs).

(®) In carrying out section 304(a), the Secretary, acting through the Center -

(1) shall collect statistics on-

(A) the extent and nature of illness and disability of the population of the United States (or

any groupings of people included in the population), including life expectancy, the

incidence of various acute and chronic illnesses, and infant and maternal morbidity and
mortality, ‘

(B) the impact of illness and disability of the population on the economy of the United States

and on other aspects of the well-being of its population (or of such groupings),

(C) environmental, social, and other health hazards,

(D) determinants of health,

(E) health resources, including physicians, dentists, nurses, and other health professionals by

specialty and type of practice and supply of services by hospitals, extended care facilities,

home health agencies, and other health institutions,

(F) utilization of health care, including utilization of (i) ambulatory health services by

specialties and type of practice of health professionals providing such service, and (ii)

services of hospitals, extended care facilities, home health agencies, and other institutions,

(G) health care costs and financing, including the trends in health care prices and costs, the

sources of payments for health care services, and Federal, State, and local governmental

expenditures for health care services, and

(H) family formation, growth, and dissolution;

(2) shall undertake and support (by grant or contract) research, demonstrations, and
evaluations respecting new or improved methods for obtaining current data on the matters
referred to in a paragraph (1);

(3) may undertake and support (by grant or contract) epidemiologic research,
demonstrations, and evaluations on the matters referred to in paragraph (1); and ...."

(4) may collect, furnish, tabulate, and analyze statistics, and prepare studies, on matters
referred to in paragraph (1) upon request of public and nonprofit entities under arrangements
under which the entities will pay the cost of the service provided.

Amounts appropriated to the Secretary from payments made under arrangements made under paragraph (4)
shall be available to the Secretary for obligation until expended.

20



Appendix |l

Definitions of selected terms
used by the National Home
and Hospice Care Survey

Terms relating to agencies

Hospice and Home Health Agency—Hospices and home
health agencies are usually defined in terms of the type of care
that they provide. They may be free-standing health facilities
or units of larger organizations, such as a hospital or nursing
home.

Home health care—Home health care is provided to
individuals and families in their places of residence for the
purpose of promoting, maintaining, or restoring health or for
maximizing the level of independence while minimizing the
effects of disability and illness, including terminal illness.

Hospice care—Hospice care is a program of palliative
and supportive care services providing physical, psychologi-
cal, social, and spiritual care for dying persons, their families,
and other loved ones. Hospice services are available in the
home and inpatient settings. Home hospice care is provided on
part-time, intermittent, regularly scheduled, and around-the-
clock basis. Bereavement services and other types of counsel-
ing are available to the family and significant others.

Certification—Refers to agency certification by Medicare
and/or Medicaid. Both programs can certify home health agencies
and hospices as meeting agency criteria for participation.

Medicare—The medical assistance provided in title XVIII
of the Social Security Act. Medicare is a health insurance
program administered by the Social Security Administra-
tion for persons 65 years of age and over and for disabled
persons who are eligible for benefits. ' '
Medicaid—The medical assistance provided in title XIX
of the Social Security Act. Medicaid is a Federal or State
administered program for the medically indigent.

Geographic region—Agencies are classified by location
in one of the four geographic regions of the United States that
correspond to those used by the U.S. Bureau of the Census.

Region States included
Northeast Maine, New Hampshire, Vermont, Massachu-
setts, Rhode Island, Connecticut, New York,
New Jersey, and Pennsylvania
Midwest Michigan, Ohio, Illinois, Indiana, Wisconsin,
Minnesota, Iowa, Missouri, North Dakota, South
Dakota, Nebraska, and Kansas
South Delaware, Maryland, District of Columbia, Vir-

ginia, West Virginia, North Carolina, South

Carolina, Georgia, Florida, Kentucky, Tennes-
see, Alabama, Mississippi, Arkansas, Louisi-
ana, Oklahoma, and Texas

West Montana, Idaho, Wyoming, Colorado, New
Mexico, Arizona, Utah, Nevada, Washington,
Oregon, California, Hawaii, and Alaska

Metropolitan statistical area—The definition and titles of
MSA’s are established by the U.S. Office of Management and
Budget with advice of the Federal Committee on Metropolitan
Statistical Areas. Generally speaking, an MSA consists of a
county or group of counties containing at least one city (or
twin cities) having a population of 50,000 or more plus
adjacent counties that are metropolitan in character and are
economically and socially integrated with the central city. In
New England, towns and cities rather than counties are the
units used in defining MSA’s. There is no limit to the number
of adjacent counties included in the MSA as long as they are
integrated with the central city, nor is an MSA limited to a
single State; boundaries may cross State lines. The metropoli-
tan population in this report is based on MSA’s as defined in
the 1980 census and does not include any subsequent additions
or changes.

Ownership—The type of organization that controls and
operates the home health agency or hospice.

For profit—Operated under private commercial own-
ership, including individual or private ownership, partner-
ships, or corporations.

Voluntary nonprofit—Operated under voluntary or
nonprofit auspices, including church-related and nonprofit
corporations.

State or local government—Operated under State,
county, city, city-county, and hospital district or authority.

Federal Government—Includes USPHS, Armed
Forces, and Veterans Administration.

Terms relating to patients and discharges

Current patient—A patient on the agency’s roster as of
midnight of the night before the survey.

Discharge—A patient formally discharged from care by
the home health agency or hospice. Live and dead discharges
are included. A patient can be counted more than once if the
patient was discharged more than once during the reference
period.
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Activities of daily living—Refers to six activities (bathing,
dressing, transferring, walking, using the toilet room, and
cating) that reflect the patient’s capacity for self-care. The
patient’s need for assistance with these activities refers to
personal help received from agency staff at the time of the
survey (for current patients) or at the time of discharge or
immediately before discharge (for discharges).

Instrumental activities of daily living—Refers to six daily
tasks (light housework, preparing meals, taking medications,
shopping for groceries or clothes, using the telephone, and
managing money) that enable the patient to live independently
in the community. The patient’s need for assistance with these
activities refers to personal help received from agency staff at
the time of the survey. ‘

Primary source of payment—The one payment source
that paid the greatest amount of the patient’s charge during the
billing period indicated.

Private insurance—Includes private health insur-
ance. Excludes unemployment insurance.
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Own income or family support—Includes retirement
funds, family income, and social security.

Supplemental Security Income—Includes money from
Social Security’s Supplemental Security Income.

Medicare—Money received under the Medicare pro-
gram for home health or hospice care.

Medicaid—Money received under the Medicaid pro-
gram for community-based care.

Other government assistance or welfare—Sources
of government aid (Federal, State, or local) other than
Medicare or Medicaid. Includes funds available under the
Older Americans Act (Title IIT) and Social Service Block
Grants (Title XX).

All other sources—Includes religious organizations,
foundations, volunteer agencies, Veterans Administration
pensions or compensation, miscellanecous sources,
no-charge arrangements, and unknown arrangements,
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Letters and data collectlon
instruments for the
Feasibility Study for the
National Home and Hosplce

Care Survey
& ',.mwm o, ‘ ‘ ‘

E.* DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service

3 C . : Centers for Disease Control

%*‘m" National Center for Health Statistics

e 3700 East-West Highway
Hyattsville, MD 20782
Dear Administrator:

The National Center for Health Statistics (NCHS) of the Centers for Disease Control
collects and provides information on the health of the Nation and the utilization of its health
resources. As part of this continuing program, NCHS is conducting "The Study of the Feasibility
of Surveying Hospices and Home Health Agencies." This survey is authorized under section 306
(42 USC 242K) of the Public Health Service Act.

The purpose of this study is to develop and test the methodology and data collection
instruments to be used in conducting a National Survey of Hospices and Home Health Agencies.
The ultimate goal of the larger survey is to provide a more complete information base on available
long-term care services and the utilization of those services.

The Feasibility Study includes a small sample of Hospices and Home Health Agencies.
Agency information will be collected through a mail questionnaire. Although your participation is
voluntary and there are no penalties for refusing to answer any question, it is essential that we
obtain data from all sampled Hospices and Home Health Agencies to meet the survey goals.

Within the next week, you will receive a short questionnaire from Westat, Inc., the company
selected by NCHS to help conduct the Feasibility Study. The questionnaire contains items about
your agency location and ownership, services provided, and agency size and certification.

Please return your completed questionnaire to Westat. If you have any questions, please
call Susan Englehart at 1-800-937-8285.

Sincerely yours,

Manning Feinleib, M.D., Dr. P.H.
Director
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{C DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service
Fotvang

National Center for Health Statistics
Centers for Disease Control

3700 East-West Highway
Hyattsville, MD 20782

January 22, 1990

Dear Administrator:

The National Center for Health Statistics (NCHS) of the Centers for Disease Control
collects and provides information on the health of the Nation and the utilization of its health
resources. As part of this continuing program, NCHS is conducting "The Study of the Feasibility
of Surveying Hospices and Home Health Agencies." This survey is authorized under section 306
(42 USC 242K) of the Public Health Service Act.

The purpose of this study is to develop and test the methodology and data collection
instruments to be used in conducting a National Survey of Hospices and Home Health Agencies.
The ultimate goal of the larger survey is to provide a more complete information base on available
long-term care services and the utilization of those services.

The Feasibility Study includes a small sample of Hospices and Home Health Agencies.
Information about your agency will be collected through the enclosed mail questionnaire which
should take 20 minutes to complete. Additionally, for a small subset of agencies, time involving
some of your staff will be required to complete interviews concerning a small sample of clients. No
clients will be contacted at any time. Although your participation is voluntary and there are no
penalties for refusing to answer any question, it is essential that we obtain data from all sampled
agencies to evaluate the data collection procedures and questionnaires. Copies of letters of
endorsement from organizations which represent Hospices and Home Health Agencies are
enclosed.

I want to emphasize that the information you and your staff supply will be used only by the
National Center for Health Statistics. In accordance with Section 308(d) (42 USC 424m) of the
Public Health Service Act. no information collected in this survey may be used for any purpose
other than the purpose for which it was collected. Such information may not be published or
released in any form if the individual or establishment is identifiable unless the individual or
establishment has consented to its release.

Please complete the enclosed questionnaire and return it within two weeks to Westat, Inc.,,
the firm selected to help NCHS conduct the Feasibility Study. A postage paid return envelope is
included for your convenience. If you have any further questions, please call Susan Englehart at 1-
800-937-8285.

Sincerely yours,

Manning Feinleib, M.D., Dr. P.H.
Director
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National Hospice Organization

January 5, 1990

Dear Hospice Administrator:

Enclosed is survey material being sent to you from the
National Center for Health Statistics (NCHS). The prompt.,
accurate and thorough completion of the survey questionnaire
is important to the conduct of a national survey of long
term care services and utilization of those services.
including hospices.

Your cooperation can only help NCHS in its efforts to
include hospices in its National Survey of Long Term Care
Facilities, for developing policies which promote efficient
allocation of health care resources, and for supporting
research directed at finding effective means for treatment
of long-term health problems.

The National Hospice Organization requests your assistance
in this most important matter.

Sincerely,
ohn J ahoiéi;zzjé;t;?§Z“
President

Suite 901 « 1901 North Moore Street « Arlington, Virginia 22209 « (703) 243-5900
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NATIONAL ASSOCIATION FOR HOME CARE ANNE M. KATTERHAGEN HONORABLE FRANK E. MOSS

519 C STREET, N.E., STANTON PARK CHAIRMAN OF THE BOARD SENIOR COUNSEL
WASHINGTON, D.C. 20002-5809 VAL J. HALAMANDARIS STANLEY M. BRAND
Telephone: (202) 547-7424, FAX: (202) 547-3540 PRESIDENT GENERAL COUNSEL

January 5, 1990

Dear Colleaqgue:

The enclosed survey material is being sent to you from the
National Center for Health Statistics. It represents an important
first step in the development of a minimum data set for home care
agencies and their patients and the expansion of the National
Survey of Long-Term Care Facilities to include our industry.

The National Association for Home Care supports these
objectives and requests your cooperation.

ncerely,

U
Val J. Halamandaris
President

REPRESENTING THE NATION'S HOME HEALTH AGENCIES, HOMEMAKER-HOME HEALTH AIDE ORGANIZATIONS AND HOSPICES
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National Center for Health Statistics
Centers for Disease Control

3700 East-West Highway
Hyattsville, MD 20782

February 7, 1990

Dear Administrator;

You were recently asked to complete a questionnaire for "The Study of the Feasibility of
Surveying Hospices and Home Health Agencies." The survey is being conducted by the National
Center for Health Statistics (NCHS) of the Centers for Disease Control.

I want to emphasize that the information you supply will be used solely for statistical
research and reporting purposes. No information collected under the authority of Section 306(d)
(42 USC 242K) of the Public Health Service Act may be used for any purpose other than the
purpose for which it was collected. Such information may not be published or released in any form
if the individual or establishment is identifiable unless the individual or establishment has
consented to such release,

The data from this study will be used to test the methodology and data collection
instruments to be used in conducting a National Survey of Hospices and Home Health Agencies.
The ultimate goal of the longer study is to provide a more complete information base on available
long-term care services and the utilization of these services. It is important that hospice and home
health agencies be .part of this information set. Although your participation is voluntary, it is
essential that all those surveyed respond so that the estimates are as accurate as possible,

Since we have not received your completed questionnaire, another copy of the questionnaire
and a postage-paid business reply envelope are enclosed. We would greatly appreciate your
cooperation in completing and. returning your questionnaire within five working days. The
questionnaire takes only 20 minutes to complete, and your answers are totally confidential. If you
have any questions, you may call Susan Englehart at 1-800-937-8285 for answers.

W2

Sincerely yours,

Manning Feinleib, M.D., Dr. P.H.
Director i
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OMB #: 0920-0236
Expires: 01/01/92
(Place labe! here)

Public reporting burden for this coliection of Information Is estimated fo
average 20 minutes per response. Send comments regwding this
burden eslimate or any other aapect of this collection of infarmation,
including suggeations for reducing this burden fo PHS Reports
Clearance Officer; ATTN: PRA: Hubert H. Humpheey Buliding, Room
721-H; 200 Independence Avenue, SW; Washington, D.C. 20201, and
to the Office of Managament and Budgel; Papsrwark Reduction Project
(0820-10004; Washington, D.C. 20503,

DEPARTMENT OF HEALTH AND HUMAN SERVICES
Centers for Disease Control
National Center for Health Statistics

FEASIBILITY OF SURVEYING HOSPICES AND HOME HEALTH AGENCIES

AGENCY QUESTIONNAIRE

Information contained on this form which would permit identification of any individual or establishment has been
collected with a guarantee that it will be held in’strict confidence, will be used only for purposes stated for this study,
and will not be disclosed or released to others without the consent of the individual or establishment in accordance
with Section 308(d) of the Public Health Service Act (42 USC 242m).

Conducted by:

WESTAT, INC.



SECTION I: AGENCY LOCATION AND OWNERSHIP

If your agency’s name, mailing address or telephone number is not printed correctly on the label above,
please make any necessary changes in the spaces provided below. If the label information is correct, skip
this item and go on to Question 2.

Agency name:;

Agency mailing address:

City: State; Zip:

Agencyphonenumber: | _{_ | | || __|_[|

If your agency’s location address is different than it's mailing address, please write the location address in the
spaces provided below. If the agency mailing address is the same as the location address, skip this item and
go on to Question 3.

Agency location address:

City: State: Zip:

Agency’s phone number: | __|_ | _ [ |__|_|__| 1__I__1__1_I
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3. What is this agency’s operating status?

[CIRCLE ONE]
1 Agency currently provides hospice care and/or home care.

2  Agency does not vet provide hospice and/or home care,
but plans to do so in the future. [SPECIFY EXPECTED

OPERATIONAL DATE BELOW]
/ _/ IF YOU
month day year CIRCLED 2,3,
4,5 0R6IN
| 3| QUESTION
3  Agency is in operation but no longer provides 3, PLEASE
hospice or home care. SKIPTO
QUESTION
27 ON
4  Agency is no longer in operation. PAGE 9.
§  Agency never provided hospice or home care.
6  Other [PLEASE EXPLAIN]
4. What is the name, title and telephone number of the person who has day-to-day responsibility for
administering or directing this agency?
Administrator’s name:
Administrator’s title:
Admiinistrator's phone number: |__|__|__ | | {1 1__l__l__I_l
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[CIRCLE ONE]

l 5. What is the type of ownership of this agency?
| 1 For profit (includes individual or private, partnership, corporation)

2  Nonprofit (includes church-related, nonprdﬁt corporation, other nonprofit ownership)

3  State or local government (includes state, county, city, city-county, hospital district or authority)

H

Federal government {includes USPHS, armed forces, Veterans Administration)

5  Other [SPECIFY]

6. Is this agency....

[CIRCLE ONE}
1 an independent organization?

2 abranch of a parent agency or part of a chain?

3  owned or operated by a hospital?

4  owned or operated by a nursing home?

5§ ownedor operated' by a federal, state or local health department or agency?

€  Other [SPECIFY]?

7. Does this agency maintain clinical records and/or progress notes of client visits or services provided?
1 YES

2 NO [SKIP TO QUESTION 11 ON PAGE 5]
8. Where are clinical/progress records on current/active clients kept?

[CIRCLE ONE]
1 At this location.

2  Atanother location [PLEASE SPECIFY IN THE SPACE PROVIDED BELOW]

Street address:
City: State: Zip:

Agency, place or building name:
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S. Where are clinical /progress records on discharged/inactive clients kept? [CIRCLE ONE CODE]

[CIRCLE ONE]
1 At this location.

2  Atanother location [PLEASE SPECIFY IN THE SPACE PROVIDED BELOW]

+

Agency, place or building name;
Street address:
City: State: Zip:

10. How long are the records on discharged /inactive clients kept?
Length of time kept: [Specify Number in one below]
I__1_ | weeks

l__1___| months

l__|___| years



SECTION Ii: SERVICES PROVIDED

11. What is the primary service category of this agency. Is it primarily a home health agency, primarily a hospice,
a "mixed" agency with equal emphasis on both home care and hospice, or an agency with a primary focus
that is neither home care nor hospice? [CIRCLE ONLY ONE CODE]}

[CIRCLE ONLY ONE]

1 Home care.

2  Hospice.

3  Both hospice and home care

are equal.

4 Neither S PLEASE SPECIFY AGENCY'S PRIMARY FOCUS:
12, Does this agency provide hospice care to any of its clients?

1 YES

2 NO [SKIP TO QUESTION 14 ON PAGE 6]

13. What type of patient care is provided by this hospice?

[CIRCLE ALL THAT APPLY]

1

2

3

Hospice care for persons terminally ill with cancer

Hospice care for persons terminally ill with chronic obstructive pulmonary disease
Hospice care for persons terminally ill with neurclogic diseases

Hospice care for persons terminally ill with AIDS

Hospice care for children who are terminally ill

Other [SPECIFY]
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14.

15.

34

How many persons are serving your agency as volunteers (i.e., without remuneration)?

List number:

The table below lists categories of care providers who are often involved in home care and hospice care. In
Column A of the table please indicate which types of providers are employed on the staff of this agency. In
Column B, for each category of provider on staff, please indicate the number of full time equivalents (FTEs)
currently employed by the agency. Finally, in Column C please indicate whether the agency contracts for
services of providers, either as an alterriative to employing them directly or in addition to employing them

directly.
A B. C.
Is/Are List number Any part of
providers of FTEs services
on staff? on agency provided by

staff? contract?

YES NO YES NO

a. Physicians 1 2 1 2
b. Registered nurses ‘ 1 2 1 2
c.  LPNs or vocational nurses 1. 2 1 2
d. Home health aides/personal care taker 1 2 1 2
o. Psychologists 1 2 1 2
f.  Medical social workers 1 2 1 2
g. Health educators | 2 1 2
h.  Physical therapists 1 2 1 2
i.. Nurse’s aides, orderiies, student i 2 1 2

nurses and attendants
j.  Other medical providers (e.g., dentists, 1 2 1 2
podiatrists)
k.  Other [SPECIFY] 1 2 1 2




16. The table below lists services that home health and hospice agencies may provide to clients. Please indicate
whether or not each service listed below is provided by this agency.

Is this service
provided?
YES | NO

a. Dietary and nutritional services 1 2
b. Occupational therapy/vocational therapy 1 2
¢.  Speech therapy/audiolegy : 1 2
d. Homemaker/companion services 1 2
e. Meals on wheels 1 2
f.  Transportation 1 2
g. Enterostomal therapy 1 2
h. Bereavement care ' 1 2
i.  Pastoral care 1 2
j.  Counseling (client and family) ' 1 2
k. Medications ‘ 1 2
. Respite care 1 2
m. High tech care (e.g., IV therapy) 1 2
n. Referral services 1 2
0. Other [SPECIFY] 1 2




17.

18.

19.

20.

21

36

SECTION Ill: AGENCY SIZE AND CERTIFICATION

What is the number of active hospice and other home care clients currently on the agency rolls? If this is
unavailable, give the "average daily census” for the last period tallied.

a. Enter number of active hospice clients:

b. Enter number of other active home care clients:

¢. Entertotal number of active clients:

Check source: current D average daily census D

During 1989 what was the number of hospice and other home care clients enrolled by the agency?

a.  Enter number of hospice clients in 1989:

b. Enter number of home care clients in 1989:

c. Enter number of clients who were enrolled as both home care and hospice clients
in 1989: [DO NOT INCLUDE THESE CLIENTS IN 18 "a" OR 18 "b" ABOVE]..............

d. Entertotal number of clients enrolled in 1989:

What was the total number of hospice and/or home care visits provided by your agency in 19897 {INCLUDE

VISITS PROVIDED BY AGENCY STAFF AND VISITS PROVIDED THROUGH CONTRACT SERVICES]

Enter total number of home visits in 1989:

During 1989 what was the number of hospice and other home care clients who were discharged by the
agency? [IF CLIENT WAS BOTH A HOSPICE CLIENT AND A *NONHOSPICE" HOME CARE CLIENT,
PLACE THE CLIENT IN THE CATEGORY IN WHICH S/HE WAS ENROLLED AT DISCHARGE.]

a.  Enter number of hospice clients discharged in 1989

b. Enter number of other home care clients discharged in 1989

c.  Enter total number of discharged clients in 1989

Does this agency provide acute (inpatient) care to its hospice and/or home care clients?

1 YES
2 NO [SKIP TO QUESTION 24]



22,

28

24,

25,

26.

27,

How many beds, including contract beds, does the agency have for acute care of hospice and home care

clients?

Enter total number of beds:

How many of the agency’s active hospice and home care clients are currently in acute (inpatient) care?

Enter total number of clients currently in acute (inpatient) care:

Is this agency certified by Medicare?

[CIRCLE ONE]
1 Certified

2 Certification pending

3 Not certified

Is this agency certified by Medicaid?

[CIRCLE ONE}

1 Certified
2 Certification pending

3 Not certified

Is this agency certified by Medicare to provide hospice care under the special hospice benefit provision?

[CIRCLE ONE]
1 Certified

2 Certification pending

3 Not certified

Enter date Agency Questionnaire was completed:

/

month

a7



28.

38

Respondent’s Name:

Respondent's Title:

Respondentsphonenumber: { | | V1|11 1 1_t_1_1

The National Center for Health Statistics along with Westat would like to
thank you for your time and participation in this survey.
We really appreciate your cooperation.
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(Place label here)

Interviewer Name:

Interviewer ID:

Date completed:

OMB #: 0920-0236
Expires: 01/01/92

Public reporting burden for this collection of information is estimated to
average 20 minutes per response. Send comments regarding this
burden estimate or any other aspect of this collection of information,
including suggestions for reducing this burden to PHS Reports
Clearance Officer; ATTN: PRA: Hubert H. Humphrey Building, Room
721-H; 200 Independence Avenue, SW; Washington, D.C. 20201, and
{o the Office of Management and Budget; Paperwork Reduction Project
(0920-xxxx); Washington, D.C. 20503.

DEPARTMENT OF HEALTH AND HUMAN SERVICES
Centers for Disease Control
National Center for Health Statistics

FEASIBILITY OF SURVEYING HOSPICES AND HOME HEALTH AGENCIES

ADMINISTRATOR'S QUESTIONNAIRE

Information contained on this form which would permit identification of any individual or establishment has been
collected with a guarantee that it will be held in strict confidence, will be used only for purposes stated for this study,
and will not be disclosed or released to others without the consent of the individual or establishment in accordance

with Section 308(d) of the Public Health Service Act (42 USC 242m).

Conducted by:

WESTAT, INC.
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SECTION I: AGENCY LOCATION AND OWNERSHIP

If your agency’s name, mailing address or telephone number is not printed correctly on the label above,
please make any necessary changes in the spaces provided below. If the label information is correct, skip
this item and go on to Question 2.

Agency name:

Agency mailing address:

City: State: Zip:

Agency phone number: | _|__|__| 1__|_1_I I_I__l_I_lI

If your agency’s location address is different than its mailing address, please write the location address in the
spaces provided below. If the agency mailing address is the same as the location address, skip this item and
go on to Question 3.

Agency location address:

City: State: Zip:

Agency's phone number: | __|__|__| 1__|__[__| {_1_I_I_|

What is the name, title and telephone number of the person who has day-to-day responsibility for
administering or directing this agency?

Administrator's name:

Administrator’s title:

Administrator’s phone number: |__ | [_ | |_1_1_F 1 __1_{_1_}



Is this agency . . . [CIRCLE ONE]

1  anindependent organization? [SKIP TO QUESTION 6]

2  abranch of a parent agency or part of a chain?

3  owned or operated by a hospital?

4  owned or operated by a nursing home?

5  Owned or operated by a federal, state or local heatth department or agency?

6  Other [SPECIFY]

In the space provided below, please enter the complete name and address of the agency or organization that
owns, operates or is the "parent” or head office of this agency. [PLEASE DO NOT ABBREVIATE THE
ORGANIZATION NAME]

Organization name:

Organization address:

City: State: _ Zip:

Organization phonenumber: | _{ | _ | | _[__1__1 1

Y O Y

Does this agency maintain clinical records and/or progress notes of client visits or services provided?

1 YES
2 NO [SKIP TO QUESTION 9 ON PAGE 3]
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Where are clinical/progress records on current/active clients kept? [CIRCLE ALL THAT APPLY]

1 At this location.

2  Atanother location [PLEASE SPECIFY IN THE SPACE PROVIDED BELOW]

¢

Agency, place or building name:

Street address;

City: State: Zip:

Where are clinical/progress records on discharged/inactive clients kept? [CIRCLE ALL THAT APPLY]
1 Atthis location.

2  Atanother location [PLEASE SPECIFY IN THE SPACE PROVIDED BELOW]

+

Agency, place or building name:

Street address: ‘

City: State: Zip:

Does this agency provide hospice care to any of its clients?

1 YES
2 NO



10.

11.

12.

What is the primary service category of this agency? ls it p\r&_ arity 2 home health agency, primarily a hospice,
a "mixed" agency wg‘lz € L&a{emphasis on both home,:aéfé and hospice, or an agency with a primary focus
that is neither homeAcaﬁ'% or hospice? [CIRCLE ONLY ONE CODE]

1 Home}:‘aer%.\“

2  Hospice.
WNea\dn
3  Both hospice and home/\ care
are equal.
4  Neither

PLEASE SPECIFY AGENCY'S PRIMARY FOCUS:

el -
During 1989 what was the number of hospice and other homek care clients served by the agency?

a. Enter number of hospice clients served in 1989:

el ¥h )
b. Enter number of home/\care clients served in 1989:

health L
c.  Enter number of clients who were served as both home,care and hospice clients

in 1989: [DO NOT INCLUDE THOSE CLIENTS IN 11a OR 11b ABOVE]....cccccovvueecnraces

d. Enter total number of clients served in 1989:

A

“ea!
During 1989 what was the number of hospice and other home, care clients who were discharged, both alive
and de%eégagi‘, y the agency? [IF A CLIENT WAS BOTH A HOSPICE CLIENT AND A "NONHOSPICE"
HOME,CARE CLIENT, PLACE THE CLIENT IN THE CATEGORY IN WHICH S/HE WAS ENROLLED AT
DISCHARGE.

a.  Enter number of hospice clients discharged in 1989:

Mealrh
b.  Enter number of other home,care clients discharged in 1989:

c. Enter total number of discharged clients in 1989:




13. - lIsthis agency certified by Mediicare? [THIS CERTIFICATION STATUS REFERS TO THE PART OF THE
AGENCY SAMPLED, I.E., HOSPICE OR HOME HEALTH CARE AGENCY REGARDLESS OF WHETHER
THEY PROVIDE BOTH TYPES OF SERVICE. IF RESPONSE IS *NO,* ASK IF CERTIFICATION IS PENDING

CIRCLE ONE ]

1 Certified
2 Certification pending

3 Not certified

14, Is this agency certified by Medicaid? [THIS CERTIFICATION STATUS REFERS TO THE PART OF THE
AGENCY SAMPLED, 1.E., HOSPICE OR HOME HEALTH CARE AGENCY REGARDLESS OF WHETHER
THEY PROVIDE BOTH TYPES OF SERVICE. IF RESPONSE IS "NO," ASK IF CERTIFICATION IS PENDING

CIRCLE ONE.)
1 Certified
2 Certification pending

3 Not certified

On behalf of the National Center for Health Statistics and Westat, Inc.,
I would like to thank you for your time and participation in this survey.

We really appreciate your cooperation.




(ﬁlace label here)

Date: / /1980
Client #:

Listing Line:
CLIENT: CURRENT

DISCHARGED

W

Interviewer Name:

Interviewer 1D

OMB #: 0920-0236
Expires: 01/01/92

Public reporting burden for this collection of information is estimated to
average 20 minutes per response. Send comments tegarding this
burden estimate or any other aspect of this collection of information,
Including suggestions for reducing this burden to PHS Reports
Clearance Officer; ATTN: PRA: Hubert H. Humphrey Building, Room
721-H; 200 Independence Avenue, SW; Washington, D.C. 20201, and
to the Office of Management and Budget; Paperwork Reduction Project
(0920-1000¢); Washington, D.C. 20503.

DEPARTMENT OF HEALTH AND HUMAN SERVICES
Centers for Disease Control
National Center for Health Statistics

FEASIBILITY OF SURVEYING HOSPICES AND HOME HEALTH AGENCIES

CLIENT QUESTIONNAIRE

Information contained on this form which would permit identification of any individual or establishment has been
collected with a guarantee that it will be held in strict confidence, will be used only for purposes stated for this study,
and will not be disclosed or released to others without the consent of the individual or establishment in accordance

with Section 308(d) of the Public Health Service Act (42 USC 242m).

Conducted by:

WESTAT, INC.



SECTION I: CLIENT DESCRIPTION

What is /was this client’s date of birth?

Y U Y U T O N

month day year

What is/was the sex of this client?
1 Male

2 Female

What is/was the racial background that best describes this client? [CIRCLE ONE CODE]

1 White

2 Black

3 Asian, Pacific Islander

4 American Indian, Eskimo, Aleut

5 Other [SPECIFY]

Is/was this client of Hispanic origin? [CIRCLE ONE CODE]
1 Hispanic origin

2 Not Hispanic

What is/was this client’s current marital status? [CIRCLE ONE CODE]

1 Married
2 Widowed
3 Divorced

4 Separated

5 Never married



As a part of this survey, we would like to have this client’s Social Security Number. Provision of this number is voluntary and not
providing the number will have no effect in any way on this client's benefits. This number will be useful in conducting future
follow-up studies. It will be used to match against the vital statistics records maintained by the National Center for Health
Statistics. This information is collected under the authority of Section 306 of the Public Health Service Act.

6. What is/was this client’s Social Security Number?

Social Security Number:

X6. Where did you obtain the information
used to answer items 1 through 67

1 Primary client record
2 Supplementary record
3 Your personal knowledge
4 Consulted another person
7. What was the date of this client’s most recent enroliment with your agency?
Date of enroliment:
Y O A Y A = 8 O SO
month day year
8. Who referred this client to your agency? [CIRCLE ALL THAT APPLY]
1 Self/family referral
2 Nursing home
3 Hospital
4 Physician
5 Health department
6 Other [SPECIFY]
9. Does/did this client have any living children?
1 Yes
2 No



48

10.

11.

12.

13.

14.

15.

Is/was the family of this client actively involved in providing care for the client?

1 Yes

2 No

Is/was there an identified individual (such as a family member, neighbor, or friend) not associated with your agency who is

the client’s primary caregiver?
1 Yes

2 No

SKIP TO QUESTION 13

What is/was the relationship of the primary caregiver to this client? [CIRCLE ONE CODE]

Spouse

Parent

Child

Other relative
Neighbor

Friend
Volunteer group
Other [SPECIFY]

PN WN -

Does/Did the family of this client receive services (such as counseling) from your agency, as a part of the plan of care for

this client?
1 ' Yes
2 No

Has this client been formally discharged?
1 Yes

2 No

On what date was this client discharged?

Date of discharge:

b b el il

month . day year

SKIP TO QUESTION 18
ON PAGE 4




16.

17.

18.

19.

What is this client’s discharge status?

1 Discharged alive
SKIP TO QUESTION 21
2 Discharged dead - ON PAGE 6
What was the primary reason for discharge from agency services?
Where is this client currently living? [CIRCLE ONE CODE]
1 Private residence (house or apartment)
2 Rented room, boarding house
3 Retirement home
4 A health facility (including mental health facility) ——————— | SKIP TO QUESTION 21
ON PAGE 6
5§ ° Other [SPECIFY]

Is this client living with family members, nonfamily members, or alone? [CIRCLE ONE CODE]

1

2

With family members
With nonfamily members
With both family and nonfamily members

Alone
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20.

Has a safety assessment been done of this client's home environment? [CIRCLE ONE CODE]

1 Yes, assessment was done by this agency.
2 Yes, assessment was done by another agency.
3 No, assessment not done.

X20. Where did you obtain the information to
answer questions 7 through 20?

Primary client record
Supplementary record
Your personal knowledge
Consulted another person

HhON -
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SECTION Ii: CLIENT FUNCTIONAL ABILITIES

The questions in this section of the questionnaire pertain to the client's functional capabilities at the time ‘of the most recent
assessment by agency staff. It is not intended or suggested that a new assessment be conducted for the purpose of answering
these questions.

21. At the time of the most recent assessment, how well did this client see (wrth corrective lenses if the client usually wore them)?
[CIRCLE ONE CODE]

1 Normal vision. (Sees adequately in most situations; can see newsprint, pubhc notices, televisions, medications,
etc.)

2 Partially impaired. (Cannot see newsprint or public notices or television or medications labels, but can see
obstacles in path, and the surrounding layout; can count figures at arms length.)

3 Severely impaired. {Cannot find way around without feeling or using cane; cannot locate objects without hearing or
touching them; can tell light from dark.)

4 Blind, vision completely lost. (No vision at all; cannot tell light from dark.)

22, At the time of the most recent assessment, how well did this client hear {with hearing aids if the client usually wore them)?

[CIRCLE ONE CODE]

1 Normal hearing. (Hears adequately in most situations; can carry on an unrestricted conversation or otherwise
responds appropriately without speaker raising voice or altering normal pace and style of diction, in groups as well as
one-to-one.)

2 Partially impaired. (Hears adequately only in special situations, such as one-to-one conversations; with firm, clear

diction; or with raised volume on radio, television, etc.)

3 Severely impaired. (Hears with difficulty even in special situations, such that conversation is restricted; there are
many misunderstandings; or there is frequent failure to respond.)

4 Deat, hearing completely lost. (No hearing at all that is useful for conversation.)
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23. At the time of the most recent assessment, did this client require help or supervision in carrying out the daily activities liste
in the table below? If this client does not do an activity because of a physical or mental health problem, circle code 4 for th:

62

item. [CIRCLE ONE CODE FOR EACH ACTIVITY]

‘ Yes Yes Does
At the time of the most recent assessment did the Help Supervision No not
client require help or supervision: do
a.  Bathing or showering 1 2 3 4
b. Dressing 1 2 3 4
¢c. Eating 1 2 3 4
d. Transferring in or out of beds or chairs 1 2 3 4
e. Walking 1 2 3 4
f.  Using the toilet room 1 2 3 4

24, At the time of the most recent assessment, did this client have an ostomy? [CIRCLE ONE CODE]
1 Yes
2 No —P»— | SKIP TO QUESTION 26
25. Did the client require any assistance from another person in caring for this device?
1 Yes
2 No
26. What was the date of the assessment used to answer the questions on this client’s functional capabilities?
Date of assessment:
N RS DOy I Y = Y
month day year
27. At the time of the most recent assessment, did this client have any difficuity in controlfing his/her bowels?
1 Yes
2 No



28.

29,

30.

31.

At the time of the most recent assessment, did this client have an indwelling catheter or similar device?

1 Yes

2 No T

SKIP TO QUESTION 30

Did the client require any assistance from another person in caring for this device?

1 Yes

2 No ——

SKIP TO QUESTION 31

At the time of the most recent assessment, did this client have any difficulty in controliing his/her bladder?
1 Yes

2 No

At the time of the most recent assessment, did this client require help or supervision in carrying out the daily activities listed
in the table below? If this client does not do an activity because of a physical or mental health problem, circle code 4 for that
item. [CIRCLE ONE CODE FOR EACH ACTIVITY]}

Yes Yes - | Does

At the time of the most recent assessment did the Actual | Supervision No not
client require help or supervision: Help only do
a. Doing light housework 1 2 3 . 4
b. Handling money 1 2 3 4
¢.  Shopping for groceries or clothes 1 2 3 4
d.  Using the telephone (dialing or

receiving calls) 1 2 3 4
e. Preparing meals 1 2 3 4
f.  Taking medication 1 2 3 4
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32.

54

At the time of the most recent assessment, did the client display any of the following types of behavior problems: disrobing/
exposing oneself; screaming; being physically abusive to self or others; stealing; getting lost or wandering into unacceptable
places; being unable to avoid simple dangers; or other behavioral problems? (Assess the client’s behavior with medications
if they are customarily taken.)

1 Yes

2 No

Is the client disoriented or memory impaired to such a degree that he/she was impaired nearly every day in performing the
basic activities of daily living, mobility and adaptive tasks? For example, is he/she unable to remember dates or times;
unable to identify familiar locations or people; unable to recall important aspects of recent events; unable to make
straightforward judgments; or other cognitive problems?

1 Yes

2 No-

At the time of the most recent assessment, did the client display any psychiatric symptoms to such a degree that he/she was
distressed or restricted in functioning nearly every day? For example, did he/she have delusions (beliefs not keeping with
reality); have hallucinations (seeing or hearing things that are not there); threaten or talk about suicide; act depressed,
unresponsive, or withdrawn; have extreme anxiety; lack trust in other people; or have other psychiatric problems?

i Yes -

2 No



35.

What were this client's primary presenting and other diagnoses at the time of enroliment with your agency? (If this client has

Primary presenting diagnosis:

a.

‘been enrolled with this agency more than one time, please specify the diagnoses at the time of the most recent enroliment.)

Office Use Only

ICD9 | E/V code

Other diagnoses:

b.

X35.

Where did you obtain the information
used to answer questions 21 through 357

Primary client record
Supplementary record
Your personal knowledge
Consulted another person

SN =

10
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36. During the last billing month, which of the following services were provided to this client by your agency?
[CIRCLE ONE CODE FOR EACH TYPE OF SERVICE]

Type of Service Provided pr:;‘l?c:ed
a. Personal care 1 2
b.  Nursing services 1 2
c.  Physician services 1 2
d. Other medical services » 1 2
e. Mental health services 1 2
f.  Social services 1 2
g. Physical therapy 1 2
h.  Occupational therapy 1 2
i.  Speech and hearing therapy 1 2
j. - Vocational rehabilitation 1 2
k. Special education 1 2
. Nutritionist services 1 2
m. Sheltered employment 1 2
n. Homemaker-household services 1 2
0. - Transportation 1 2
p. Meals on wheels 1 2
q. - Recreational services 1 2
r.  Housing services 1 2
s.. Protective oversight services 1 2
t.  Medication 1 2
u.  Otherservices [SPECIFY] 1 2
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37.

During the last billing month, how many visits did your agency maks to this client? [INCLUDE BOTH VISITS MADE BY
AGENCY STAFF AND VISITS PROVIDED THROUGH CONTRACT SERVICES.]

Number of Visits

In the table below, please indicate all sources who have paid or are expected to pay for this client's most recent month o

care by your agency. Then enter the amount billed for that month of care by each of the payment sources.

Source of
payment for -
this client? Amount billed
: for most recent
Sources Yes No month of care
a.  Private insurance 1 2
b. Own income, family support,retirement funds, Social
Security, etc. 1 2
¢. Medicare 1 2
d. Medicaid 1 2
e. Religious organizations, foundations or volunteer
agencies 1 2
f.  No charge made for care 1 2
g. Other 1 2
SPECIFY:

12
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39.

Is this client's care paid by the Medicare special hospice benefit, or by a private insurance company’s hospice benefit or

neither? [CIRCLE ONE CODE]
1 Paid by Medicare special hospice benefit
2 Paid by private insurance hospice benefit

3 Not paid by Medicare special hospice bensfit
or by private insurance hospice benefit

40. During this client’s most recent enroliment with your agency, how many days of respite care did s/he receive in an inpatient
unit of a hospice, nursing home, or hospital?
a. Number of respite days in hospice:;
b. Number of respite days in nursing home:
c. Number of respite days in a hospital:
X40. Where did you obtain the information
used to answer questions 36 through 40?7
1 Primary client record
2 Supplementary record
3 . Your personal knowledge
4 Consulted another person
41, Date Client Questionnaire completed:
/ /19
month day year
42, Respondent’s Name:

58

Respondent's Title:

Respondent's Phone Mumber: RO T T T O Y A I O

The National Center for Health Statistics along with Westat would like to
thank you for your time and participation in this survey.

We really appreciate your cooperation.

13



OMB#: 09200236 )
Expiration Date: nn/nn/nn

DEPARTMENT OF HEALTH AND HUMAN SERVICES Date: 1 jJ-1_t _J-t_1

Centers for Disease Control Month  Day Year
National Center for Health Statistics

Start Time: am/pm

End Time: _____ am/pm

FEASIBILITY OF SURVEYING HOSPICES AND HOME CARE AGENCIES
CURRENT CLIENT LISTING FORM

NOTICE Information contained on this form which would pérmit identification of any individual or establishment has been
collected with a guarantee that it will be held in strict confidence, will be used only for purposes stated in this study, and will not
be disclosed or relsased to others withaut the consent of the individual or establishment in aecordanco with Section 308(d) of the
Public Health Service Act (42 USC 242m).

A B. INTERVIEWER NAME

AGENCY MINI LABEL

C. Sheet 1 of Sheets

1. 2. 3.
ENROLLMENT DATE
LINE # CLIENT IDENTIFIER (MM/DD/YY)
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Sheet ___of ___Sheets

CURRENT CLIENT LISTING FORM - CONTINUED

LINE #

2.

CUENT IDENTIFIER

3.

ENROLLMENT DATE
(MM/DD/YY)




DEPARTMENT OF HEALTH AND HUMAN SERVICES OMB#: 0920-0236
Centers for Disease Control Expiration Date: 01/01/92
National Center for Health Statistics
Date: t__1 _1-L_1 J-1_1

Month Day Year

Start Time:

End Time:

FEASIBILITY OF SURVEYING HOSPICES AND HOME CARE AGENCIES
DISCHARGED CLIENT LISTING FORM

NOTICE Information contained on this form which would permit identification of any individual or establishment has been
collected with a guarantee that it will be held in strict confidence, will be used only for purposes stated in this study, and will
not ba disclosed or releassd to others without the consent of the individual or establishment in accordance with Section
308(d) of the Public Heaith Sarvice Act (42 USC 242m),

A AGENCY MINI LABEL B. INTERVIEWER NAME
C. Sheet__ 1 of __ Sheets
1. 2, _ ' 3. )
DISCHARGE DATE
LINE # CLIENT IDENTIFIER (MM/DD/YY)
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DISCHARGED CLIENT LISTING FORM - CONTINUED

Sheet

of Sheets

LINE #

2.

3.

DISCHARGE DATE
CUENT IDENTIFIER (MM/DD/YY)
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Appendix IV

Letters, data collection
instruments, and sample
selection tables for the
Pretest for the National
Home and Hospice Care
Survey

"‘ulﬂﬂ‘.’q’
E DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service
5 C Centers for Disease Control
"%,,‘m“ National Center for Health Statistics

6525 Belcrest Road
Hyattsville, MD 20782

Dear Administrator:

The National Center for Health Statistics (NCHS), one of the Centers for Disease Control,
collects and provides information on the health of the Nation and the utilization of its health
resources. As part of this continuing program, the NCHS is conducting a pretest for the
National Home and Hospice Care Survey. This survey is authorized under section 306

{42 USC 242K) of the Public Health Service Act.

The purpose of the pretest is to test a data collection plan and data collection instruments to
be used in conducting a National Home and Hospice Care Survey. The ultimate goal of the
larger survey is to provide a more complete information base on available long-term care
services and utilization of those services.

The pretest includes a small sample of hospices and home health agencies. Information about .
your facility will be collected through a personal interview that should take no longer than 15
minutes of your time. In addition, time involving some of your staff will be required to
complete interviews for a small sample of patients. No patients will be contacted at any time.
Aithough your participation is voluntary and there are no penalties for refusing to answer any
questions, it is essential that we obtain data from all sample facilities to evaluate the data
collection procedures and questionnaires.

| want to emphasize that the information you and your staff supply will be used only by the
National Center for Health Statistics. In accordance with Section 308(d) (42 USC 242m) of
the Public Health Service Act, no information collected in this survey may be used for any
purpose other than the purpose for which it was collected. Such information may not be
published or released in any form if the individual or establishment is identifiable unless the
individual or establishment has consented to its release.

Within the next few days, a field representative will contact you for an appointment. This
person will be with the Bureau of the Census, the agency under contract to conduct this
survey. | greatly appreciate your cooperation in this survey.

Sincerely yours,

MANNING FEINLEIB, M.D., Dr. P.H.
Director, National Center for Health Statistics

HHCS-10{LIX 13-1-91}



HOW WAS THIS FACILITY CHOSEN?

A sample of hospices and home health facilities was chosen from a list to represent similar
facilities in the United States. Since each represents several others, it’s full participation is very
important to the outcome of this pretest.

WHAT ARE YOU GOING TO DO WITH THE RESULTS OF THE PRETEST?

Because this is a pretest, the data will be used to evaluate questionnaire content for the

National survey that will include a much larger number of hospices and home health facilities.
These data will not be used for publication.

Information on hospices and home health facility providers and the populations they serve is
needed by policymakers for assessing the availability of and need for hospice and home health
services. Data from the National survey could assist policymakers in determining where and by
whom these types of care are needed as well as identifying who is already receiving hospice or
home care. Eventually these data could be used to identify any increased demand for hospice

and home care services which could tax the ability of social service facilities to meet the needs
of the terminally and chronically ill.

WE’VE ALREADY PROVIDED SIMILAR INFORMATION.

The information we are collecting in this survey may be similar to what you have provided in
other surveys, but it is not identical. For this pretest to be worthwhile, we have to collect the
same information from all participating facilities in exactly the same way. So using information

collected for other purposes would not meet our needs for comparability of method and
completeness of data.

WE’RE TOO BUSY AND DON’T HAVE ENOUGH STAFF.

We can work around the schedule and availability of your staff. We know they are busy. We
can interview any staff member who is knowledgeable about the patient records. Eventually

your help will increase the visability of hospice and home health facilities and their essential
contribution to the care and comfort of patients and their families.



SIS,
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o

DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service

c Centers for Disease Control

%, 2
%"Vam

National Center for Health Statistic:
6525 Belcrest Road
Hyattsville, MD 20782

Ty

I want to personally thank you for participating in the pretest for the National Home and
Hospice Care Survey and for assisting the field representative from the Bureau of the Census,
who conducted the pretest in your facility. It is only through the cooperation of administrators
like yourself that we are able to conduct a survey such as this one. The experience we gain
from this pretest will be invaluable in helping us to collect data to support effective treatment
of long-term health problems.

Again, | appreciate the time and effort you have given in support of this survey.
Sincerely yours,

T

MANNING FEINLEIB, M.D., Dr. P.H.
Director, National Center for Health Statistics

HHCS-11{L)X (3-91}
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NDTICE15 Public repomnq burdi

Brise e

u.s. DEPARTMENT OF COMMERCE

ACTING As COLLECTING AGENT FOR THE
DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SERVICE

CENTERS FOR DISEASE CONTRI
NATIONAL CENTER FOR HEALTH STATISTICS

per nd th
or any other aspect of this collection of mformatlon includlng nqu.tbm
reducing this burden to PHS Repons Clearance Officar; ATTN:
U OF THE CENSUS Humphrey Bidg., Rm 721-8; 200 |

ndependence Ave., SW; w:shinwon | 1o

20201, and to ‘the Office of Mansgement and Bud, et, Papsrwork Reduction
Prolsct (0920-0283); Washington, DC 20503. lnfovmatmn contained on this form
which would permit identification of any individual or has been
collected with a guarantee that it will be held in strict confidence, will be used for
purposes stated for this study, and will not be disclosed or released to otiwrs
without the consent of the individual or establishment In sccordance with Section
308d of the Public Health Service Act {42 USC 242m).

FACILITY QUESTIONNAIRE

NATIONAL HOME AND
HOSPICE CARE SURVEY

PRETEST

Section A — ARRANGING THE ADMINISTRATOR APPOINTMENT

1 .Facility telephone number

7 .ADDRESS VERIFICATION

2.Administrator name

Is (Address of facility on label) the correct address?
[ Yes — Go toitem 8 — SET APPOINTMENT.

3.Record of cslls

DI No — Enter correct facility address below. 2

Day Date Time Notes
(s} {b) {c) {d}

s.m.
p.m.

am.
p.m.

am.
p.m.

Number Street P.O. Box, Route, etc.

City or town County

State ZiP Code

4.INTRODUCTION

Good morning {afternoon). My nameis.... I'm from the
Bureau of the Census. We ars currently conducting the
National Home and Hospice Care Survey pretest for the
National Center for Health Statistics of the Centers for
Disoase Control. We are studying home health agencies
and hosplices and their patients. You should have received
a latter from Dr. Manning Feinleib, the Diractor of the
National Canter for Health Statistics, which describes this
project. Have you recaived this fetter?

0 Yes — SKIP to item 6, NAME VERIFICATION.
3 No — Continue with item 5, SURVEY EXFLANATION.

8.SET APPOINTMENT

t would like to arrange a morning appointment at your
convenience to conduct the survey. What would bea
convenient date and time to visit your facllity?

Day Date Time a.m.
p.m.

9.FIELD REPRESENTATIVE CONTACT

1 would like to give you my telsphone numbaer and that of
my suparvisor in the avant that you need to contactme
prior to my visit. if you can’t reach me, youcanleave a
message with my supervisor. My name is (name). My

5.SURVEY EXPLANATION

If administrator wants a copy of the letter, explain that you will
bring 8 copy when you visit the facility.

¥’'m sorry that you did not receive the letter. Let ms briafly
outline its contents.

The National Home and Hospice Care Survey is
authorized under Section 306 of tha Public Health
Service Act to collect bassline information about home
and hospice cars facilities, their services, and patients.
The statistics compliled from the data will be used to
support research for sffactive treatment of long-term
heaith problems and to study utilization of hospice and
home care facilities and the sfficisnt use of the Nation’s
healith care resources.

The purpose of this pretest is to test the data collection
plan and data collection instruments that will be used
in conducting the National Home lnd Hoapicu Care
Survey. All inf tion whicl i perm
ld.ntlllcnlon of the individual patient or faclllty willbe
held in strict confidence, will bs used ONLY by persons
involved in the survey and only for the purposes of the

! d to

is (Number). My supervisor’'s name is (name). My
supervisor’s number is (Number).

Thank you very much for your time. | will see you at (Time)
on (Date). Good-bye.

Section B — RECORD OF INTERVIEW

1.STATUS OF INTERVIEW — Mark (X} appropriate box.

| Complete interview

o02] Partial interview

o3l Refusal

040 Not a Hospice/Home Health Agency
osCINo Tonger operating

0] Temporarily closed

0711 Not yet in opesation

0s8J Unable to locate

0s] Other noninterview — Specify

2.RO number

survey, and will not be discl. dor - -
for any purpose. 3.Field Representative e
Thep Includes a small le of hospices and Name | ode
h T hnlthd ge fes. Alth b iyour partflclpntlon is !
voluntary and there are no p.l‘ll ties for refusing to =
answer any questions, it s essential that we obtain data 4.Date of interview
from ali sample facilities to evaluate the data collection Month H Day H Year
procoeduras and questionnaires. 1 |

- . 1} 1
Continue with item 6, NAME VERIFICATION. NOTES

6.NAME VERIFICATION

1 would like to verify some Information from my records. Is
{Name of facility on label} ths correct name of your facility?

Ol Yes — Gotoitem 7, ADDRESS VERIFICATION.
[ No — Enter comect facility name below. *

for this collection of inf ion is estimated 10

HuboﬂH.




Saction C — QUESTIONS ABOUT THE FACILITY

As It says In the letter, the

Bafore | bagin tha intarviews, 1’d ke to take a momsnt to sxplain the purpose of the survey. 1 belleve you
(recelved/did not rscalve) tha letter from tha National Center for Health Statistics.

If administrator did not receive the lstter, hand him/her a copy. Allow him/her to read it through briefly.

of this survey Is to test a data collection plan and data collection
Instruments to be used In conducting s National Home and Hospice Cars Survay. The ultimate goal of the
larger survey is to provide a more complste information base on avallable long-term care services and

utliization of thoss services. The Inf. tion you p

Involved In the survay and only for the purposes of the survay.

is confidential and wiil be used only by persons

1a. Is the PRIMARY service category of this facility a
h health y or a hospice?

Mark (X) only ONE box.

61 &1 Home Heatth Agency — SKIP to item 2

02 [J Hosplce ~ SKIP toitem 2

03 [J Both Hospice and Home Health are equal — SKIPto item 1b
04 [ Neither — Go to Check Item A

THIS FACILITY IS OUT-OF-SCOPE
FOR THE SURVEY

Probe as necsssary to determing the facility’s
CHECK | primary function, the servics(s} they now provide
ITEM A | fifany) and any other information describing the
status of this facility. Explain in destail,

Thank the respondent and END THE INTERVIEW.
Fill Section B on the front of the form.

1b. During the last 30 days, what was ths numbor
of hosplce patients served by this facility?

Numhb

00 [ None
¢. During the last 30 days, what was the number

of home healith patients served by this facility? Numb

oo [J None
2, Whatlis the nams, title, and telsphone number of the Administrator name

person who has the day-to-day responsiblility for

adminlistering or directing this facllity? Tile
Area code Number .

3a. HAND FLASHCARD 1

What is the typs of ownership of this facllity as
shown on this card?

Mark (X} only ONE box.

o1 [J FOR PROFIT — Includes individual or private,
partnership, corporation. i o

02 [ NONPROFIT — Includes church-related, nonprofit
corporation, other nonprofit ownership _

03 ] STATE ORLOCAL GOVERNMENT — Includes State,
county, city, city-county, hospital district or authority

04 [J FEDERAL GOVERNMENT.— Includes USPHS,
Armed Forces, Veterans Administration

05 [ Other — Specify %

b. 1s this facllity operated by & hospital?

01 J Yes
021 No

¢. Is this facllity operated hy a nursing homae?

011 Yes
020 No

It':l'iéEMcg Rafer to item 3a.

ot [J if one of boxes 01, 02, or 05 is marked — Go to item 3d
o2 [ If none of boxes 01, 02, or 05 are marked — SKIP to item 4

3d. s (Name of facility) a membar of a group of facllities
operating under one general authority or general

01 [ Yes — Continue with item 3e

ownership? 02 ] No — SKIPtoitem 4
. What s the namae of the parent organization? Parent organization
4. |s this facliity certifisd under Medicare? o1 O Yes
o2 L1 No
03 OJ Certification pending
r—
6. Is this tacllity certified under Medicald? 01 [ Yes
o2 [ No

03 [ Certification pending

Ga. Does this facility provide bereavement care to the
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families of the patients you serve? o1 0] Yes
02 [J No

b. Does this facility provids pastorai cara? 01 [J Yes
02 [0 No

FORM HHCS-1(X) {3-1-91)
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7. How many persons served your facility as volunteers
during the last 7 days?

Number
oo [] None

CHECK :
ITEM C Refer to item 2, on page 2.

01 [J Respondent is the person listed — SKIP to item 9a
02 [ Respondentis NOT the person listed — Go to item 8

8. Whatis your name, title, and telsphone number?

8a. | nead to list all currnt patients from which | will
draw a sample of no more than 5 persons. From
whom shall | obtain the list of current patients?

1 will need these patisnts’ madical racords and the
cooperation of a staff msmber best acquainted with
these patients In order to obtain the information on
this questionnaire.

Hand the administrator a copy of the current patient
questionnaire. Allow him/her to examine it briefly.
Retrieve the questionnaire and continue reading.

1 will not be contacting or interviewing the patientsin
any way. | will depend on your staff to consult the

maedical records. Name
b. Would (person named in item 92) know which statf

member | should interview for those patients selected Title
for the sample?

10a. 1 also need to list all patients dischargad alive or Name
deceased during the last yaar. From the list | will
sample no more than 5 discharges. From
should 1 obtain the list of discharges? Title

Respondent name
Title
:7\tea code Number
i
| Name
]
1
1 Title
i
i
T
i
1
|
O [ Yes — Gotoitem 10a
1 02 {1 No — Determine which staff member would have this
: knowladge and enter the name and title below. ¥
]
|
L
|
1
]
r
i
'.
i
]
L
|
1
|

L
1 will need the help of a staff person familiar with the

discharge records to aid ma in completing the
information req dinthis q { ire.

Hand the administrator a copy of the discharged patient
questionnaire. Allow him/her to examine if briefly. Retrieve
the questionnaire and continue reading.

o1 [J Yes — Go toitem 11 below

02 [J No — Determine which staff member would have this
knowledge and enter the name and title below. 7

b. Would (person listed in item 10a) know which staff Name
maember | should interview for those discharges that fall
into the sample? i
Title
HAND FORM 1A(X) Name
11a. 1also need this information about your staff. From L
whom shall | obtain this information? Title

b. Atthis time, could you introduce mae to (this/those)
person(s)?

NOTES

Page 3
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12. HAND FORM HHCS-1A(X). £ Number of Number of Totat hours Total hours of service Total number
zﬁmﬁg; gﬁaﬁ ?’u‘fﬂ?;'e(’ p:rrtlztime staff | part-time worked by all provided by staff notonyour | of visitsin the
(35+ hours budgeted (less than 35 budgeted full-time and payrollin the last 7 days. For last 7 days by
Please provide the information requested about the number of per week] on positions that | hours per positions that | part-time staflf| exal{\ple, temporary payroli anﬁ
employees and services provided for each type of employee your payroll ara vacant week) on your | arevacant %ntzgl;;&a; 1o :um,ge"syg"‘,‘:ﬁf;i“ﬁfif\'yvémg g&x}?ayro
listed, even if the answer is zero. payroll days Service contracts
tal {b) (e} {1 fel (Li] tg)

Physicians

Registered nurses

Licensed practical or vocational nurses

Nursing aides and attendants

Home health aides

Homemakers/personal caretakers

Dieticians/nutritionists

Occupational therapists

Speech pathologists and audiologists

Physical therapists

Social workers

Health educators

Other health care providers — Spacify 3

FORM HHCS-1{X) (3-1-81)
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rorm HHCS-1A(X)
{6-29-011

FACILITY STAFF WORKSHEET
NATIONAL HOME AND HOSPICE CARE SURVEY
PRETEST

U.S. DEPARTMENT OF COMMERCE
BUREAU OF THE CENSUS|

[1. Facility name

2. Control number

For each category listad below, enter the information requested about the staff of
this facility. Enter zero if appropriate.

Number of
full-time staff
{35+ hours
per week} on
your payroll

{a)

Number of
full-time
budgeted
positions that
are vacant

{b)

Number of
part-time staff
{less than 35
hours per
waeak) on your
payroll

lc}

Number of
part-time
budgeted
pasitions that
are vacant

td)

Total hours
worked by all
full-time and
part-time staff
on your payroll
inthe last 7
days

te)

Total number
of visits in the

Total hours of service
provided by staff not on your

payrollin the last 7 days. For | last 7 days by
example, temporary payroll and
employment services, visiting | nonpayroli

nurses sarvices, or any other staff
sarvice contracts

[} ) ta)

Physicians

Registered nurses

Licensed practical or vocational nurses

Nursing aides and attendants

Home health aides

Homemakers/personal caretakers

Disticians/nutritionists

Occupational therapists

Spesch pathologists and audiologists

Physical therapists

Social workers

Health educators

Other health care providets — Specify 7
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rorm HHCS-2(X)
(2191

u.s. DEPAR?AT MENT OF COMMERCE

CENS|
ACTING AS COLLECTING AGENT FORTHE
DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SER

CENTERS FOR DISEASE CONT!
NATIONAL CENTER FOR HEALTH STATISTICS

CURRENT PATIENT
SAMPLING LIST

NOTICE — Pubhc reporting burden for this collection of inf is d to
age 15 per Send th|s" d t
or any other aspect of this collection of lnformation, Includmg :quesﬁons for
reducing this burden to PHS Reports Clearance Officer; ATTN: PRA: Hubert H.
Humphrey Bldg.,, Rm 721-B; 200 Independence Ave., SW; Washmgton bC
20201, and to the Office of Management and Budget; Paperwork Reduction
Project (0920-0283); Washington, DC 20503. Information contained on this form
which would permit identification of any individual or has been
collected with a guarantes that it will be held in strict confidence, will be used for
purposes stated for this study. and wnll not be dlsclosad or released to ¢ others

with S
308d of the Public Heahh Servlce Act (42 usc 242m)

NATIONAL HOME AND
HOSPICE CARE SURVEY
PRETEST
1.RO number 2,Field representative name { Code 3.Date of listing
i
4.Respondent name S.Resx;ondent title

READ INTRODUCTION —

In order to obtain national data about the patients of hospices and home health agencies such as this
one, we are collecting information about a sample of current patients. This information and the list of
names you provids will be held in strict confidence and will he used ONLY by persons involved in the
survey and only for the purposes of the survey. Plaasa give ms the names of all current patients; thatis
all patiants on the rolls of this facility as of midnight last night, so that | may select the sample.

FOLLOW THE STEPS BELOW TO LIST CURRENT PATIENTS —

STEP 1. Startlisting the patients on line number 1 on page 3 of this
form. List the patients consecutively in the order in which
they are given to you. Be sure to complete the ’Page of
Page’’ item. If patient names are not used, explain the type
of identifier used. ................

NOTE — If the facility supplies an appropriate list that you can use, do not transcribe the
information onto the sampling list(s). If you can keep this list, attach it to this form;
write the control number and facility name on each page of the list. In either case,
number the patients on the provided list; and go to step 2.

STEP 2. Review the list. Verify that all eligible patients have been listed. Delete any duplicate entries
and any patients that do not meet the definition of a current patient. Renumber the lines if you

delete any names.

STEP 3. Enter the total number of patients listed

STEP 4. Look at Form HHCS-30(X}, Sample Selection Tables. Find the number in the column labeled
’Total number listed’’ that matches the total number of patients listed.

STEP 5. Circle the line numbers on the listing sheets that correspond to those in the
columns labeled ‘‘Sample line numbers."’

STEP 6. Enter the amount of circled line numbers on the listing

Type of identifier used

Number

Number

sheets. ......iiitiinennaninonan Weeee e

STEP 7. The current patients to be sampled are those listed on lines with a circled line number.

Enter the name or other identifier and line number of each sampled patient in section Bofa

Form HHCS-3(X), Current Patient Questionnaire.

STEP 8. Make sure you complete all information on the front of this form. Use the notes section on
page 2 to describe the types of files you used and any problems you encountered in using
these files to prepare the list. This information will help us properly train FRs for the survey.

GO TO FORM HHCS-3(X)
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paGE_1__OF ____PAGES

CURRENT PATIENT SAMPLING LIST

Line
number
{a)

Patient name {or other identifier)
{b)

01

02

03

04

05

06

07

08

09

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

37

38

39

40

41

42

43

44

45

46

47

48

49

50

FORM HHCS-2(X) (3-1-91)

Page 3
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fgm#"cs"“x) NOTICE — Public reporting burden for this collection of inf on is est dto
-1 average 15 minutes per response. Send garding this burd i

or any other aspect of this collection of information, including suggestions for

U.S. DEPARTMENT OF COMMERCE reducing this burden to PHS Reports Clearance Officer; ATTN: PRA: Hubert H.

Acnns%?oﬁgérmgg%‘z%smnms gg?&hray gldg.;hzmofziﬂ-a:f %‘OO Independence Ave., SW: Washington, I')C

DEPARTMENT OF HEALTH AND HUMAN SERVICES ﬁopct'(3820$283); Washing ar[l)agezrggm .E'nq Budqat, P‘pemo‘ﬂ;n &4:?032

U.S. PUBLIC HEALTH SERVICE which would permit identification .of any individual or establishment has been

CENTERS FOR DISEASE CONTROL collected with a guarantee that it will be held in strict confidence, will be used for

NATIONAL CENTER FOR HEALTH STATISTICS purposes stated for this study, and will not be disclosed or released to others
ithout the of the individual or establishment in accardance with

308d of the Public Health Service Act {42 USC 242m).

DISCHARGED PATIENT
SAMPLING LIST

NATIONAL HOME AND
HOSPICE CARE SURVEY

PRETEST

1.RO number 2 ,Field representative name j Code 3.Date of listing

1
4.Respondent name 6.Respondent title

READ INTRODUCTION —

In order to obtain national data about discharged patients of hospices and home health agencies such as
this one, we are collecting information about a sample of discharges. This information and the list of names
you provide will be held in strict confidence and will be used ONLY by persons involved in the survey and
only for the purposes of the survey. Please give me the names of all patients discharged alive or deceased
between (See page 2 for reference period). If any patient was discharged more than once during the reference
period, give me their name and the discharge date for EACH time they were discharged. Be sure to include
the name and discharge date for patisnts currently being served by your facility who were also discharged
betwaeen (First and last day of reference period), so that | may selact the sample.

FOLLOW THE STEPS BELOW TO LIST DISCHARGED PATIENTS —

STEP 1. ?tart liLsiting the patients on fine number 1 on page 3 of this
‘orm. List the patients consecutively in the order in which : sy
they are given to you. Be sure to complete the "’Page of Type of identifier used
Page'’ item. If patient names are not used, explain the type
of identifier used. .......ccviviiiiiiiieieneeann

NOTE — If the facility supplies an appropriste list that you can use, do not transcribe the
information onto the sampling list(s). If you can keep this list, attach it to this
form; write the control number and facility name on each page of the list. In either
case, number the discharges on the provided list; and go to step 2.

STEP 2. Review the list. Verify that all eligible discharges have been listed. Delete any duplicate
discharges and any discharge that does not fall into the reference period. If both the
patient name and date of discharge are the same, probe to determine if it is a duplicate
entry. Renumber the lines if you delete any names.

Number

STEP 3. Enter the total number of dischargeslisted. ............

STEP 4. Look at Form HHCS-30(X), Sample Selection Tables. Find the number in the column labeled
*“Total number listed’* that matches the total number of discharges listed.

STEP 5. Circle the line numbers on the listing sheets that correspond to those in the
columns iabeled ‘’Sample line numbers.”’

Number

STEP 6. Enter the amount of circled line numbers on the listing
sheets. ...ttt i e e

STEP 7. The discharged patients to be sampled are those listed on lines with a circled line number.
Enter the name or other identifier, line number, and discharge date of each sampled patient
in section B of a form HHCS-5(X), Discharged Patient Questionnaire.

STEP 8. Make sure you complete all information on the front of this form, Uss the notes section on
page 2 to describe the types of files you used and any problems you encountered in using
these files to prepare the list. This information will help us properly train FRs for the survey.

GO TO FORM HHCS-5(X)
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LIST OF REFERENCE PERIODS FOR DISCHARGED PATIENTS

Date of interview Discharged
August 26......... from August 26, 1990 through midnight August 25, 1991
August27 ......... from August 27, 1990 through midnight August 26, 1991
August28 ......... from August 28, 1990 through midnight August 27, 1991
August29......... from August 28, 1990 through midnight August 28, 1991
August30......... from August 30, 1990 through midnight August 29, 1991
August31 ......... from August 31, 1990 through midnight August 30, 1991
September1 ....... from September 1, 1990 through midnight August 31, 1991
September 2 ....... from September 2, 1990 through midnight September 1, 1991
September 3 ....... from September 3, 1990 through midnight September 2, 1991
September4 .. ..... from September 4, 1990 through midnight September 3, 1991
September5 ....... from September 5, 1990 through midnight September 4, 1991
September 6 ....... from September 6, 1990 through midnight September 5, 1991
September 7 ....... from September 7, 1990 through midnight September 6, 1991
September 8 ....... from September 8, 1890 through midnight September 7, 1991
September 9 ....... from September 9, 1990 through midnight September 8, 1991
September 10 ...... from September 10, 1990 through midnight September 9, 1991
September 11 ...... from September 11, 1990 through midnight September 10, 1991
September 12 ...... from September 12, 1990 through midnight September 11, 1991
September 13 ...... from September 13, 1990 through midnight September 12, 1991
September 14 ... ... from September 14, 1990 through midnight September 13, 1991
September 16 ...... from September 15, 1990 through midnight September 14, 1991
September 16 ...... from September 16, 1990 through midnight September 15, 1991
September 17 ...... from September 17, 1990 through midnight September 16, 1991
September 18 . ... .. from September 18, 1990 through midnight September 17, 1991
September 19 ...... from September 19, 1990 through midnight September 18, 1991
September 20 . ..... from September 20, 1990 through midnight September 19, 1991
NOTES
Page 2 FORM HHCS-41%} (3-1-811



PAGE_ 1 __OF ____PAGES

DISCHARGED PATIENT SAMPLING LIST

Line
number

(a)

Patient name {or other identifier)
{b}

. Discharge date
{Month/Day/Yesr)
{c)

01

02

03

04

05

06

07

08

09

10

11

12

13

14

18

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

37

38

39

40

41

42

43

a4

45

46

47

48

49

50

FORM HHCS-4(X} (3-1-81}

Page 3

75



76

OMB No. 0920-0283: Approval Expires 03/31/92

PAGE

OF PAGES

Fgm‘l’lﬂcs-G(X) U.S. DEPARTMENT OF COMMERCE | A, Control number
13-1-!

BUREAU OF THECENSUS

SAMPLING LIST (Continued)

B. Facility name
PRETEST

C. Sampling list type
Mark (X) one

0 Current patient
{Do not complete
column (c)

[ Discharged patient

IMPORTANT — Add appropriate first digit to preprinted line numbers.

Line
number
{a}

Patient name (or other identifier)
{b}

Discharge date
{Month/Day/Year)
{c)

01

02

03

04

05

06

07

08

09

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

37

38

39

40

441

42

43

44

45

46

47

48

49

50
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torm HHCS-3(X)
{3-1-81)

U.S. DEPARTMENT OF COMMERCE

BUREAU OF THE CENSUS
ACTING AS COLLECTING AGENT FOR THE

DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SERVICE

CENTERS FOR DISEASE CONTROL
NATIONAL CENTER FOR HEALTH STATISTICS

CURRENT PATIENT

NOTICE — Public reporting burden for this collection of information is estimated to
average 15 minutes per response. Send comments regarding this burden estimate
or any other aspect of this collection of information, including suggestions for
reducing this burden, to PHS Reports Clearance Officer; ATTN: PRA: Hubert H.
Humphrey Bldg., Rm 721-B; 200 Independence Ave., S.W.; Washington, DC
20201, and to the Office of Management and Budget; Paperwork Reduction Project
{0920-0283); Washington, DC 20503.

Information contained on this form which would permit identification of any
individual or establishment has been collected with a guarantee that it will be held in
strict confidence, will be used for purposes stated for this study, and will not be
disclosed or released to others without the consent of the individual or the
establishment in accordance with Section 308{(d) of the Public Health Service Act

QUESTIONNAIRE (42 USC 242m).
NATIONAL HOME AND
HOSPICE CARE SURVEY Section A — ADMINISTRATIVE I_NFORMA;'IF(;N .
1.R0 2. Field representative name .FRcode |
PRETEST P
Section B — PATIENT INFORMATION
1. Facility name 2. Control number 3. Patient line number
4. Patient name 8. Date of interview
First | ML | Last Month/Day/Year
| | /
! ! /

Section C — RESPONDENT INFORMATION

1a. Respondent name

c. Provided answers for items to

2a. Respondent name

b. Title

¢. Provided answers for items to

Saction D — STATUS OF INTERVIEW

o1 Complete
02 [ Partial
oz [ Refused

05 [J Assessment only/Not admitted
06 [ Other noninterview — Specify 7

04 [J unabile to locate record

NOTES
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Read to each new respondent.

In order to obtain national level data about the patisnts of hospices and home health agencies such as this one, we are
collscting Information about a sample of currant patients. | wiil be asking questions about the background, health
status, treatment, social contacts, and billing information for each sampled patient.

The information you provide wiil be held In strict confidence and will he used ONLY by persons involved in the survey
and only for the purposes of the survey.

In answering these questions, itis especially important to locate the Information in the patient’s medical record. Do you
have the medical file(s) and record(s) for (Read name(s) of selected current patient(s))?

If not, ask the respondent to get it/them prior to beginning the interview. Fill sections A and B on the front of the five current
patient forms while the respondent gets the records. If no record is available for a patient, try to obtain as much information as
possible from whatever administrative records are available and/or from the respondent’s memory.

1. Whatlis...'s sex? 01] Male
) 02l Female
2. Whatlis...'s date of birth? Month Day Year Age (at admission)
OR
Hand Flashcard 3. o1 White
3a. Which of these best describes. . .’s race? oz[] Black

03[} American indian, Eskimo, Aleut
04[] Asian, Pacific Islander

os[] Other — Specify
991 Don‘t know

Mark (X} only one box.

b. Is...of Hispanic arigin? 0101 Yes

020 No
991] Don't know

4. Wh .o
Whatis s current marital status? 010] Married

0201 widowed
03] Divorced
0al] Separated
o5 Never married
as{) Don’t know

Mark (X) only one box.

U IR EEpSIONpNPIPPRpN SIS RN

Read the introductory paragraph for the Social Security Number only once for each respondent. .

As part of this survey, we would like to have . . .’s Social Security Number. Provision of this number Is voluntary and not
providing the number will have no sffact in any way on . . .’s benefits. This number will be useful in conducting future
followup studies. It will be used to match against the vital statistics racords maintained by the National Center for Health
Statistics. This information is collected under the authority of Section 306 of the Public Health Service Act.

5. Whatis...’s Social Security Number?

If the patient does not have a Social Security Number, obtain
whatever Social Security Number is in the record. Mark the
box that best describes the Social Security Number entered.

Social Security Number

01 Patient’s number

020 Spouse’s number

03] Parent’s number

04[] No Social Security Number available
970 Refused

9s0 Don’t know

Hand Flashcard 4. 01 Self/Family
6. Whoreferred ... to this facility? 02[] Nursing home

0ad Hospital

Mark (X) all that apply. 04 Physician
os] Health department
o0s[_] Social service agency
070] Other — Specify
99 Don’t know

Page 2 FORM HHCS-3(X) (3-1-91f



7. What was the date of . . .’s most recent
admission to this facility, thatis, the date on
which. .. was admitted for the current
eplsode of care?

Month Day Year

00 [] Only an assessment was done for this patient (patient
was not provided services by this facility)

| -
8a. According to...’s medical record, what ICD-S-CM codes
waera the primary and other diagnoses at the Written form if available
time of that (admission/assessment)?
Please provide the ICD-9-CM code if onels )
avallable. - Primary: 1 . : .
Probe: Others: 2-- —
Any other conditions? :
s
- 4
5
6
CHECK o1 ) Box 00 is NOT marked — Go to item 8b
ITEM A | FRefertoitem7. 02 (] Box 00 is marked — END THE INTERVIEW. Complete
sections C and D on the cover.

8b. According to. ..’s medical records, what

ICD-9-CM codes

Mark (X) only one box.

-— e o e o e o e e e e o o i e e s e — > —— — ——— —— — — —— .

‘are ...”s CURRENT primary and other Written form if available
diagnoses? Please provide the ICD-3-CM
code if one is available.
Primary: e ——
Probe: .
Any other conditions? Others: 2 . P
3 —_—
&
5 ——
6 e
9. Does... have any living children? o1 0] Yes
02[INo
99 (1 Don’t know
10a. Does. . . have a primary caregiver?
o1] Yes
ozlINo....... b sxiptoitem 112
9a[] Don't know
Hand flashcard 5. o1 [ Spouse
b. What Is the relationship of the primary 02 1 Parent
carsgiverto...? o3 [ Child

04 L] Daughter/son-in-law
o5 [] Other relative — Specify 2

os[] Neighbor

07 L] Friend

o8 [ Volunteer group

o9 (] Other — Specify 3

99 [] Don’t know

FORM HHCS-3(X) {3-1-91}

Page 3
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Hand flashcard 6.
11a. Whera is.. . . currently living?
Mark (X) only one box.

o1 [3 Private residence

o2 ] Rented room, boarding house

03 [J Retirement home

04 ] Board and care or residential care facility
o5 (1 Hospice inpatient

o6 (1 Other type health facility (including mental health
facility) — SKIPto item 12

07 L1 Other — Specify 2

b. Is. .. living with family members, nonfamily
members, both family and nonfamily

01 LI With family members

members, or alone? oz {1 with nonfamily members
' 03 [ With both family members and nonfamily members
04 [J Alone — SKIPto item 12
CHECK , o1 [J Either box 02 or 99 is marked — SKIP to item 12
ITEMB Refer to item 10a 021 Box 01 is marked — Go to item 11c

c. Doss . . . usually live with (his/her)
primary caregiver?

010 ves
oz [INo
99 ] Don’t know

1
1
I
|
I
]
i
i
1
|
|
|
i
}
1
t
|
)
i
1
|
|
!
I
|
I
|
|
]
|
1
|
:
Read the question below and fill in as many |
names and addresses as available. Ask the ! L) Best contact
respondent to indicate which contact is the i First name Middle initial Last name
“Best contact’’ and Mark (X) the box above i
that name. )
| Number Street name P.O. box, RR No., etc.
12. Inorderto followupon...’s complete ' Kin/
history of health care utilizetion, wewould 1 o ., .
like any information you have that willallow | & City State ZIP Code
uhs to locate ... s next of k:ln. Please give me :
the names, addresses, and telephone
numbers of . . .'s next of kin, as well as any } Area Cade Telephone number
other relatives, friends, or anyone else who
might know about.... ll Relationship to patient
{The sponsor may contact these people in I
the future to obtain additional information 4
about...’s complate history of heath care. | [ Best contact
No Information provided by you will be i - —
verified with relatives or friends.) t First name Middle initia} Last name
]
If more than 3 names and addresses
are provided; mark (X) thisbox___, [ ] :l Number  Street name P.0. box, RR No., etc.
Kin/
. I friend/ -
Use form HHCS-7(X) to list additional names, | gther City State ZIP Code
addresses, and telephone numbers. }
: Area Code Telephone number
{
: Relationship to patient
]
'
: D Best contact
} First name Middle initial Last name
1
: Number Street name P.0. box, RR No., stc.
: Kin/
friend -
! fend/ Icay State ZIP Code
|
: Area Code Telephone number
|
: Relationship to patient
1
Page 4

FORM HHCS-3(X) (3-1-91)




Hand flashcard 7.
13. Which of these aids does. . . currently use?
Mark (X) all that apply.

o01] Eye glasses (including contact lenses)
02[] Dentures (full or partial)

03[] Rearing aid

04[] Wheelchair

05[] Cane

os[] Walker

070 Crutches

os[] Brace (any type)

0s[] Other aids or devices — Specify rl

107 No aids used
9s[]] Don‘t know

14a. Does... have any difficulty in seeing (when
wearing glasses)?

01 ves

020 NO . ettt
03[ Not applicable (e.g., comatose)
99 J DON'tKNOW .o vevvvennnannnnns

SKIP to item 15a

Hand flashcard 8.

b. Is...'s sight (when wearing glasses) partially, severely,
or completely impaired as defined on this card?

010 Partially impaired
021 Severely impaired
03[ Completely lost, blind
99[] Don’t know

16a. Doaes. .. have any difficulty in hearing (when

b. Is .. .’s hearing (when wearing a hearing aid)
partially, saverely, or completely impaired, as

wearing a hearing aid)? 0100 Yes
02 NG .t e
03[] Not applicable (e.g., comatose) § SKIPtoitem 16
99 ] Don'tknow ...oovvvviennnnn

Hand flashcard 9.

013 Partially impaired
o02[_] Severely impaired
03] Completely lost, deaf

defi 1
efined on this card? 950 Don’t know
Hand flashcard 10. No
. Yes does not Unable to . .
16. Does...currently need ANY assistance in any of needs need da Doesn’t do. | Don’t know
the following activitios as defined on this card — — assistance | agcistance
Mark (X) one box for each activity.
a. Bathing or showering? o1 o2 03] oa 9s
b. Dressing? o] 021 03] 043 ss ]
c. Eating? o1J 02 o3[ 0a sa[J
d. Transferring in or out of heds or chairs? 01d 021 03] 0al] 99 []
8. Walking? 010 02[] o3 04[] 118
f. Using the toilet room? o] 021 03d oal] 99 []
17a. Does... have an ostomy, an indwelling catheter
or similar device? ! glg ;zs
"""" SKIP to item 18, 6
991 Don't know } ofe page
FORM HHCS-3(X) (3-1-91) Page 5
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in caring for this device?

‘!7b. Does...require ANY assistance from another person

011 Yes
021 No
9s[] Don’t know

18. Does... currently have any difficulty in controlling
(his/har) bowels?

01 Yes

02 No

03] Not applicable (e.g., infant, has an ostomy)
sa[] Don‘t know

If patient has an indwelling catheter or an ostomy, mark
box 03 without asking. 01L] Yes
. ) 0200 No
19. Does. .. currently have any difficulity in controlling 03[ Not applicable (e.g., infant, has an indwelling
(his/her) bladder? catheter or ostomy)
99 Don't know
Hand flashcard 11. v N
es o
20. Does...raceive personal help or supervision in any receives | doesnot | Unableto | p ot do | Don't know
of the following activities — — ; help receive help do
Mark (X) one box for each activity.
a. Doing light housework? 0rd 02J 03] 04[] 99 [
b. Managing money? o1 d 020 o3l s oo [
c. Shopping for grocerles or clothas? o1 021 o3[ oa ] 9]
d. Using the telephone (dialing or raceiving calls)? 01 021 o3[] o 99 (1
. Preparing moeals? o1 023 o3 oal] 99 [J
. Taking medications? o1[d 020 03] 0ad 99 ]

Hand fls_ashcard 12.

21a. During the last 30 days, which of these services
were provided to . . . by your facility?

Mark (X} all that apply.

010 Dietary and nutritional services

0201 Occupational therapy/vocational therapy
03{] Speech therapy/audiology

04[] Homemaker/companion services

05[] Meals on wheels

os[] Transportation

070] Enterostomal therapy

o8[_] Counseling

09 Medications

10[] Respite care

110 High tech care (e.g., IV therapy)

120 Referral services

1303 Personat care

14 skilled nursing services
151 Physician services

16[] Social services

170 Physical therapy

1811 Other services — Specify

Hand flashcard 13.

b. Which of these service providers visited . .. during
the last 30 days?

Mark (X) all that apply.

e

0101 Physicians

02[] Registered nurses
03[ Liscensed practical or vocational nurses
oal] Nursing aides and attendants

05[] Home health aides

06[] Home makers/personal caretakers

070 Dieticians/nutritionists

08 Occupational therapists

oa{] Speech pathologists and audiologists
100 Physical therapists

110 Social workers

12[7] Health educators

13[0] Other providers — Specify

Page 6
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22. How many visits were made to . . . during the
last 30 days?

Number of visits

. 0o None

99[] Don’t know

23a. For your most racent billing period, what was the total
charge billed for. . .’s care, Including all charges for
services, drugs and special medical supplies?

o lod

96 Was not a patient during most recent bi|l|ng perlod —

SKIP to item 24

ool] No charge was made for care — END INTERVIEW.
Complete sections C and D on the front of this form

98] Don't know — SKIP to item 24

b. What time perlod does this cost refer to?

o1 1 Day

021 1 Week : SR S
03[] 1 Month B

04 Other period — Specify ]

9971 Don’t know (not billed yet, etc.)

Hand flashcard 14.

24. What are ALL the (expected) sources of payment {for
this bill/when billed)?

o010 Private insurance

02[] Own income, family support, Social Secunty beneflts.
retirement funds

03[] Supplemental Security Income (SSI)

04[] Medicare

05[] Medicaid

06 Other government assistance or welfare )

o7[] Religious organizations, foundations, agencies ‘
os[JvA contract, pensions, or other VA compensatwn

osD Payment source not yet determined

100 other — Specify 3

x

99[J Don‘t know

Hand flashcard 14.

25. What was the PRIMARY (expected) source of
payment (for this bill/when billed)?

L]
|
|
!
i
|
i
3
1
i
|
i
|
I
!
{
I
|
!
i
1
1
i
|
|
|
|
1
i
|
i
]
I
i
|
:
Mark (X) all that apply. . l
|
1
|
]
f
1
|
!
\
]
|
|
|
|
|
1
t
[
|
|
|
Mark (X) only one box. :
I

]

1

1

i

1

l

|

1

}

!

!

1

I

!

o1 [J Private insurance

o2 ] Own income, family support, Social Security benefits,
retirement funds

o3[ Supplemental Security Income (SSl)

o0a L] Medicare

o5 [ Medicaid

o6 [] Other government assistance or welfare

07 [T Religious organizations, foundations, agencies
os[(dva contract, pensions, or other VA compensation
09 [] Payment source not yet determined

10[J Other — Specify 7

99 (] Don't know

FILL SECTIONS C AND D ON THE COVER OF THIS FORM.

NOTES

FORM HHCS-3{X) {3-1-91}
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OMB No. 0920-0283: Approval Expires 03/31/92.

ronu HHCS-5(X)
-{3-1-91)

U.S. DEPARTMENT OF COMMERCE

BUREAU OF THE CENSUS
ACTING AS COLLECTING AGENT FORTHE

DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SERVICE

CENTERS FOR DISEASE CONTR
NATIONAL CENTER FORHEALTH ST. ATISTlCS

DISCHARGED PATIENT
QUESTIONNAIRE

NATIONAL HOME AND
HOSPICE CARE SURVEY

PRETEST

NOTICE — Public reporting burden for this collection of information is estimated to
average 15 minutes per response. Send comments regarding this burden:estimate
or any other aspect of this collection of information, including suggestions. for
reducing this burden, to PHS Reports Clearance Officer; ATIN: PRA- Hubert: H.
Humphrey Bldg., Rm 721-B; 200 Independence Ave., S.W.; Wa

20201, and to the Office of Management and Budget; Paperwork Reduction Pro}ect
(0920~0283), Washington, DC 20503,

Information contained on this form which would permit idemtificatiarr of any
individuatl or establishment has been collected with a guarantee that it will be held in
strict confidence, will be used for purposes stated for this study, and will nat-be
disclosed or released to others without the consent of the individual or the
establishment in accordance with Section 308(d} of the Public Health Service Act
{42 USC 242m).

Section A — ADMINISTRATIVE INFORMATION

1. RO 2. Field representative name

3.FR code

Section B — PATIENT INFORMATION

1. Facility name

2. Control number

3. Patient line number:

4. Patient name

First Last

5. Date of interview
Month/Day/Year

[ ]

6. Date of discharge
Month/Day/Year

[}

Section C — RESPONDENT INFORMATION

| 1a. Respondent name

b. Title

c. Provided answers for items

to

2a. Respondent name

b. Title

c. Provided answers for items

to

Section D — STATUS OF INTERVIEW

o1 [ Complete
o2 [ pPartial

os L1 Assessment only/Not admitted
o6 [ Other noninterview — Specify 7

03 [ Refused
04 [ Unable to locate record

NOTES




Read to each new respondent. .

In order to obtain national level data about patients who are discharged from hospices and home health agencies such as
this one, we ars collecting Information about a sample of discharges. I will be asking questions about the background, health
status, treatment, soclal contacts and billing information for each sampled discharge.

The information you provide will be held in strict confidence and will be used ONLY by parsons involved in the survey and

only for the purposes of the survey. :

In answaring these questions, it is sspecially important to locate the information In the patient’s medical record. Do you have
the medical flle(s) and record(s) with the deatalls for {Read name(s) o_fselected discharged patients)?

If not, ask the respondent to get it/them prior to beginning the interview. Fill sections A and B on the front of the five discharged patient
forms while the respondent gets the records. If no record js available for a patient, try to obtain as much information as possible from
whatever administrative records sre available and/or from the respondent’s memory.

osJ Never married
997 Don’t know

1. Whatwas...'ssex? - T o10] Male
! 0201 Female
2. What was...’s dats of birth? | Month Day Year . Age (at admission)
I
|
| OR
i
1
Hand Flashcard 3, : 01 White
3a. Which of these best described . . .’s race? i 0200 Black
I 03[ American Indian, Eskimo, Aleut
Mark (X) only one box. : 04 Asian, Pacific Islander
I o5 Other — Specify
| sa00] Don’t know
b. Was. .. of Hispanic origin? : 01 Yes
1 02l No
: .99(0 Don't know
[} I
4. Whatwas...’s marital status at the time of discharge? % 0101 Married
Mark (X) only one box. i 0200 Widowed
} oa[J Divorced
| ~oal]) separated
i
i
I
{

Read the intraductory paragraph for the Social Security Number only once for each respondent.

As part of this survey, we would like to have.. . .’s Social Security Number. Provision of this numberis
voluntary and not providing the number will have no effect in any way on . . .’s benefits. This number will
be useful in conducting futurs followup studies. It will be used to match against the vital statistics records
maintained by the National Center for Health Statistics. This information Is collected under the authority
of Saction 306 of the Public Health Service Act.

5. What was...’s Soclal Security Number?

If the patient did not have a Social Security Number, obtain
whatever Social Security Number is in the record. Mark the
box that best describes the Social Security Number entered.

Social Security Number

o1 Patient’s number

0203 Spouse’s number

03[ Parent’s number

04[] No Social Security Number available
9700 Refused

93] Don’t know

Hand Flashcard 4. o1J Self/Family

02 Nursing home

o030] Hospitat

04[] Physician

os[] Health department
o0s[] Social service agency
07 Other — Specify
95 Don‘t know

Page 2 FORM HHCS-5(X) {3-1-91)

6. Who referred. .. to this facllity?
Mark (X} &ll that apply.
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7. What was the date of . . .’s admission for the
peoriod of care which ended on {Date of
discharge)?

Month  Day Year

003 Only an assessment was done for this patient (patient
was not provided services by this facility)

8a. According to ...'s medical record, what
warae the primary and other diagnoses at the
time of . . ."s admission that ended with this
{discharge/assessment)? Please provide the
ICD-9-CM coda if one Is available.

Probe:
Any other conditions?

ICD-9-CM codes

Written form if available
Primary: 1 ——
Others: 2 —————
3 —_ —
4 — —
5 —— e e
6

Iqu;IEWClA( Refer to item 7.

01 () Box 00 is NOT marked — Go to item 8b

02 [} Box 00is marked — END THE INTERVIEW. Complete
sections C and D on the cover. )

8hb. According to...’s medical records, what
were . ..'s primary and other diagnoses at
the time of discharge — thatis, on (Date of
discharge)? Please provide the ICD-9-CM
code If one Is avaliable.

Probe:
Any other conditions?

ICD-9-CM codes

Written form if avaifable
Primary: 1 NP
Others: 2 ——
3 e et e et ¥ i e
4 o
5 — e ¥ s
6

c. Why was ., . . discharged?

01 [J Recovered

02 [ Stabilized

03 [J Moved out of district

04 ] Deceased

05 [J Admitted to hospital inpatient service
o6 [J Admitted to nursing home '

o7 Other — Specify 3

99 [J Don’t know

9. Did...have any living children?

ot O yes
0200 No
99 3 Don't know

10a. Did... have a primary caregiver?

P EI LIPS IIEEPISIIR PRRUNPERE SRR BRI g el it ehahtundbatead

o1l Yes
020No...... .

05[] Don't know } SKIP to item 11a

Hand flashcard 5.

b. What was the relationship of the primary
caregiverto...?

Mark (X} only one box.

et Tt

010 Spouse

02 Parent

o3l child

04[] Daughter/son-in-law

o5 [] Other relative — Specify

os ] Neighbor

07 Friend

os [J volunteer group
o9 [J Other — Specify
ss [J Don't know

FORM HHCS-5{X} {3-1-91)

Page 3




Hand flashcard 6.

11a. During the episode of care " :atended on
{Date of discharge}, where was . . . living?

01 [ Private residence
02 [J Rented room, boarding house

]
I
|
1 03] Retirement home
Mark (X) only one box. : 04 (1 Board and care or residential care facility
: osJ Hospice inpatient
{ 06 O other type health facility (including mental health
i facility) — SKIP to item 12
ll o7 [J other — Specify 7
i
b. Was. .. living with family members i " .
nonfamily mambers, both family an'd ¢ 2 0 W',‘h family rr'iembers
nonfamily membaers, or alons? i 02 J with nonfamily members .
: 03 [J with both family members and nonfamily members
i o0al[dAlone — SKIP to item 12
1
. |
CHECK Refer to item 10a o [J Either box 02 or 99 is marked — SKIP to item 12
ITEMB { 0201Box01is marked — Gotoitem 11c
#' :
c. Did .. . usually live with (his/her) i o1 Yes
primary caregiver? |
i 020No
t 93 JDon't know
1
Read the question below and fill in as many | D
names and addrasses as avasilable. Ask the : Best contact
respondent to indicate which contact is the \ First name Middle initial Last name
‘’Best contact’’ and Mark (X) the box above 1
that name. : 1
1 Number Street name P.0. box, RR No., etc.
12. Inorder to followup on...’s complete b Kin/
history of health care utilization, we would | friend/ ;
like any information you have that willallow | . - City State 2IP Code
u': to locate .&.'g next of kin. Please give me :
the names, addresses, and telephone
numbers of . . .’s next of kin, as well as any : Area Code Telephone number
other relatives, friends, or anyone eilse who
might know about. ... : Relationship to patient
(The sponsor may contact these people in 1
the future to obtain additional information ™
about...’s complete history of heath care. : D Best contact
No information provided by you will be N - —
verified with relatives or friends.) | First name Middle initial l.ast name
1
{f more than 3 names and addresses
are provided: maa,r;: (x) lr”his boxj, D : Number Street name P.O. box, RR No., etc.
. 1 Kin/
I friend/ A ZIP Cod
Use form HHCS-7{X) to list additional names, 1 ather City State ode
addresses, and telephone numbers. }
| Area Code Telephone number
I
1
: Relationship to patient
!
-
: D Best contact
: First name Middle initial Last name
1 .
: Number Street name P.O. box, RR No., etc.
ll - Kin/
friend/ -
: other City State ZIP Code
|
| Area Code Telephone number
' :
|
: Relationship to patient
1
Page 4
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For items 13 through 20, use the phrase **AT THE TIME OF DISCHARGE"’ if the patient was discharged alive. Use the phrase
“IMMEDIATELY PRIOR TO DISCHARGE"’ if the patient was discharged dead.

Hand flashcard 7

13. The following questions refer to the patient’s status
(at the time of discharge/immaediately prior to
discharge) on (Date of discharge).

{At the time of discharge/immediately prior to
discharge), which of these aids did . . . regularly use?

Mark (X) all that apply.

e e e —

0101 Eye glasses (including contact lenses)
020 Dentures (full or partial)

03] Hearing aid

04[] Wheelchair

o5 Cane

o6 Walker

o700 Crutches

081 Brace (any type)

091 Other aids or devices — Specify A

10[] No aids used
99[] Don’t know

99 ] DON"tKROW . v oo evvverennnnn

14a. (At the time of discharge/immediately prior to 0
discharge), did . . . have any difficulty in seeing 01l Yes
{when wearing glasses)? 02l0No......... e
03l Not applicable {e.g., comatose) SKIP to item 152

Hand flashcard 8.

b. Was .. .’s sight (when wearing glasses) partially,
severely, or completely impaired as defined on this card?

010 Partially impaired
020 Severely impaired
030 Completely lost, blind
9] Don’t know

15a. (At the time of discharge/immediately prior to
discharge), did . . . have any difficulty in hearing
{(when wearing a hearing aid)?

J I NP SIS

011 Yes
0200No.e e

03] Not applicable (e.g., comatose) SKIPtoitem 16

99 ] DOR'tknOW .o vvvvnvnnnenn..

Hand flashcard 9.

b. Was . ..'s hearing {(when wearing a hearing aid)
partially, severely, or completely impaired, as
defined on this card?

01} Partially impaired
02[} Severely impaired
03] Completely lost, deaf
ss[] Don’t know

- Hand flashcard 10.

did ...need ANY assistance in any of the following
activities as defined on this card — —

Mark (X) one box for each activity.

.—-—1—-———-——’—

16. {At the time of discharge/immediately prior to discharge),!

asssistance

No
Yes .

did not Unable to
needed need do
assistance

Didn'tdo | Don’t know

I D SO,

a. Bathing or showering? o1 02 o3 0sJ 9s(]
b. Dressing? ord 021 oad 0a 99(]
c. Eating? boeild 021 03] 0a ) g0
t
d. Transferring in or out of beds or chairs? I, 01O 02 oz 0aJ 99
e. Walking? | 0O 021 03] 0aTd 99
1
!
£. Using the toilet room? v o 02 030 LY} so[J
1
17a. {At the time of discharge/immediately prior to i Ov
discharge), did . . . have an ostomy, an indwelling 1o es
catheter or similar device? : 02lINo ...... SKIP 10 item 18, page 6
1 03] Don't know ftem 15, pag
t
crnte LUAE VL3 1 BT Page




17h. Did...require ANY assistance from another person in ; 01] Yes
caring for this device? i 020 No
]
[ 99 Don’t know
18. (At the time of discharge/immediately prior to 0103 Yes
discharge), did . . . have any difficulty in controlling
{his/har) bowels? 02[J No

03] Not applicable (e.g., infant, had an ostomy)
99[] Don’t know

If patient had an indwelling catheter or an ostomy mark
box 03 without asking.

19. (Atthe time of discharge/immediately prior to

discharge), did . . . have any difficulty controlling
(his/her) bladder?

010 Yes

02[] No '

03] Not applicable {e.g., infant, had an indwelling
catheter or ostomy)

golJ Don‘t know

Hand flashcard 11.
20. (At the time of discharge/immediately prior to recYe?:ed digl ‘r)iot Unable to Didn‘tdo | Don't know
discharge), did . . . receive personal help or help receive help do
supervision in any of the following activities — —
Mark (X) one box for each activity.
a. Doing light housswork? o1 021 03 04[] 99 [
b. Managing monsy? 010 02[] 03] 0a [0 99 ]
c. Shopping for groceries or clothes? o1J 02[]] 03] 0a[] 99 [
d. Using the telephonae {dialing or receiving calls)? o1 J 02 03 AN 98 [
o. Preparing meals? 01 02J 03] 04 99 [
. Taking medications? o010 C 020 03] 0a] 99 [
)
Hand flashcard 12. : 010 Dietary and nutritional services
21a. During the 30 days prior to discharge, which of these I 0200 Occupational therapy/vocational therapy
services were provided to . . . by your facility? : 0300 Speech therapy/audiology
Mark (X) all that apply. : 04[] Homemaker/companion services
i 050 Meals on wheels
1 os] Transportation
{ 07[] Enterostomal therapy
I o8[] Counseling
} 09 Medications
I 107 Respite care
: 11 High tech care (e.g., IV therapy)
I 120 Referrat services
! 1300 Personal care
I 1403 skilled nursing services
+ 1500 Physician services
t 1600 Social services
: 1703 Physical therapy
: 1800 Other services — Specify
T
Hand flashcard 13. : 0100 Physicians
b. Which of these service providers visited . . . during i 020 Registered nurses
the 30 days prior to discharge? : 03[ Liscensed practical or vocational nurses
Mark (X) all that apply. | 04[] Nursing aides and attendants
: 05[] Home health aides
i 06[] Home makers/personal caretakers
: 0703 Dieticians/nutritionists
1 08 Occupational therapists
: 09 Speech pathologists and audiologists
i 10 Physical therapists
: 110 Social workers
1 120 Health educators
: 13010 Other providers — Specify
Page 6
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22. How many visits were made to . . . during this time —
that is, during the 30 days prior to discharge?

Number of visits

oo] None
93] Don’t know

23a. For the billing period that included (Date of discharge)
what was the total charge billed for...'s care
Including all charges mads for drugs, services, and
spacial medical supplies?

o lod

ood No charge was made for care — END INTERVIEW.
Complete sections C and D on the front of this form.

99 Don't know — SKIP to item 24

b. What tims period doss this cost refer to?

01{1 1 Day

027 1 week

03] 1 Month

o0al] Other period — Specify ¥

99 Don‘t know {not billed yet, etc.)

Hand flashcard 14.

the amount bliled?
Mark (X) all that apply.

24. What were ALL the {(expected) sources of payment for_

011 Private insurance

02} Ownincome, family support, Social Security benefits,
retirement funds

03[ Supplemental Security Income {SSI)

04[] Medicare

05 Medicaid

061 Other government assistance or welfare

o7[J Religious organizations, foundations, agencies
080 VA contract, pensions, or other VA compensation
os{] Payment source not yet determined

100] other — Specify 7

997 Don"t know

Hand flashcard 14.

25. What was the PRIMARY (expected) source of
payment for . ..’s entire episode of care?

Mark (X} only one box.

]
1
|
1
i
1
|
l
i
t
1
I
I
i
{
1
i
|
4
|
i
1
1
I
]
{
1
1
!
I
!
]
|
1
1
1
|
lv
I
1
i
I
§
I
1
f
i
!
1
|
|
i
]
I
T
|
|
|
{
1
I
]
i
I
|
]
!
1
!
]
i
]
|
!
|
I
!

01 [l Private insurance

0z [] Ownincome, family support, Social Security benefits,
retirement funds

03 [ Supplemental Security Income {SS1)

04 O Medicare

05 [ Medicaid

06 [] Other government assistance or welfare

07 [ Religious organizations, foundations, agencies
osJva contract, pensions, or other VA compensation
09 [ 1 Payment source not yet determined

10 Other — Specify 7

99 1 Don’t know

FILL SECTIONS C AND D ON THE COVER OF THIS FORM.

NOTES

FORM HHCS-5(X) (3-1-91)
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U.S. DEPARTMENT OF COMMERCE
BUREAU OF THE CENSUS
ACTING AS COLLECTING AGENT FOR THE
DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SERVICE

CENTERS FOR DISEASE CONTROL
NATIONAL CENTER FORHEALTH STATISTICS

CONTINUATION SHEET

For Question 12

1. SHEET OF ____ SHEETS

2. Type of patient — Mark (X) one

O current patient
O Discharged patient

3. Facility name

4. Control number

5. Patient name
NATIONAL HOME AND
HOSPICE CARE SURVEY

PRETEST 6. Patient line number
Kin/ Kin/
friend/ D Best contact friend/ ; D Best contact
other other
First name Middle initial Last name First name Middle initial Last name
Number Street name P.0. box, AR No., etc. Number Street name P.O. box, RR No., etc.
City State ZIP Code City State ZIP Code
Area Code Telephone number Area Code Telephone number
Relationship to patient Relationship to patient
Kin/ Kin/
friend/ D Best contact friend/ D Best contact
other other
First name Middle initial Last name First name Middle initial Last name
Number Street name P.O. box, RR No., etc. Number Street name P.O. box, RR No., etc.
City State ZIP Code City State ZIP Code
Area Code Telephone number Area Code Telephone number

Relationship to patient

Relationship to patient

Kin/ Kin/

friend/ D Best contact friend/ D Best contact

other other

First name Middle initial Last name First name Middle initial Last name

Number Street name P.0. box, RR No., etc. Number Street name P.O. box, RR No., stc.
City State ZIP Code City State ZIP Code

Area Code Telephone number Area Code Telephone number

Relationship to patient

Relationship to patient

If additional sheets are used, mark (x) this box, == D
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U.S. DEPARTMENT OF COMMERCE

BUREAU OF THE CENSUS
ACTING AS COLLECTING AGENT FOR THE

DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S, PUBLIC HEALTH SERVICE

CENTERS FOR DISEASE CONTROL
NATIONAL CENTER FOR HEALTH STATISTICS

- FLASHCARD BOOKLET

NATIONAL HOME AND
HOSPICE CARE SURVEY

PRETEST
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CARD 1

1. FOR PROFIT — includes individual or private, partnershlp,
corporation

2. NONPROFIT — includes church-related, nonprofit corporation,
other nonprofit ownership

3. STATE ORLOCAL GOVERNMENT - includes State, county,
city, city-county, hospital
district or authority

4. FEDERAL GOVERNMENT — includes USPHS, Armed Forces,
Veterans Adminis_tration

5. OTHER

HHCS-20(X} {3-1-81)
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CARD 2

EMPLOYEES ON PAYROLL

Full-time (35 or more hours per week)

Employed
Budgeted vacant positions

Part-time (less than 35 hours per week)

Employed
Budgeted vacant positions

SERVICES PROVIDED DURING THE LAST 7 DAYS
Total hours worked by full-time and part-time staff
Total hours of service provided by those not on your payroll
Total visits made

TYPE OF EMPLOYEE
Physicians
Registered nurses
Licensed practical or vocational nurses
Nursing aides and attendants
Home health aides
Homemakers/personal caretakers
Dieticians/nutritionists
Occupational therapists
Speech pathologists and audiologists
Physical therapists
Social workers
Health educators

Other providers

HHCS-20(X) {3-1-91)
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CARD 3

1. White
2. Black
3. American Indian, Eskimb, Aleut

4. Asian, Pacific Islander

95
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CARD 4

. Self/Family

Nursing home
Hospital
Physician

Health department

. Social service agency

. Other



HHCS-201X) {3-1-81)
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CARD 5

. Spouse

Parent

Child

Daughter- or son-in-law
Other relative

Neighbor

Friend

Volunteer group

. Other

97
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CARD 6

1. PRIVATE RESIDENCE — rented or owned

. RENTED ROOM, BOARDING HOUSE — room or boarding house

open to anyone as defined by the landlord for rental payment

RETIREMENT HOME — a retirement facility that provides room
and board to elderly or impaired persons; often includes a separate

hospice wing or unit that provides nursing, medical, personal care,
etc., to those needing it

BOARD AND CARE OR RESIDENTIAL CARE FACILITY — a
facility having three beds or more and that provides personal care or
supervision to its residents, not just room and board (for example,
help with bathing, dressing, eating, walklng, shopping, or
corresponding)

HOSPICE INPATIENT

6. OTHER TYPE OF HEALTH FACILITY (including mental health

facility) — other facility or institution that provides lodging, board,
and social and physical care including the recording of health
information, dietary supervision and supervised hygienic services for
three or more patients not related to the operator

. Other

HHCS-20(X) (3-1-91)
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CARD 7

Eye glasses (including contact lenses)
Dentures (full or partial)

Hearing aid

Wheelchair

Cane

‘Walker

Crutches

. Brace (any type)

. Other aids or devices

99



CARD 8

1. PARTIALLY IMPAIRED — cannot read newspaper print but
can watch television 8 to 12 feet away

2. SEVERELY IMPAIRED — cannot watch TV 8 to 12 feet away,
but can recognize the features of
familiar persons if they are within
2 to 3 feet

3. COMPLETELY LOST, BLIND

HHCS-20(X) (3-1-91)
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CARD 9

1. PARTIALLY IMPAIRED — can hear MOST of the things a
: person says

2. SEVERELY IMPAIRED — can hear only a few words a person
says or loud noises

3. COMPLETELY LOST, DEAF

101



CARD 10

BATHING or SHOWERING — washing the whole body; includes the
process of getting in or out of tub/shower

DRESSING — getting clothes from closets/drawers and putting them
on. Includes managing buttons, zippers, and other fasteners; excludes
tying shoes

EATING — getting food from plate to mouth; excludes assistance
with cutting meat or buttering bread

TRANSFERRING IN OR OUT OF BEDS OR CHAIRS — getting into
and out of bed or getting into and out of a chair/wheelchair

WALKING — moving from one place to another by advancing the feet
and legs in turn at a moderate pace

USING THE TOILET ROOM — going to the toilet, transferring on and
off the toilet, cleaning self after elimination and arranging clothes;
excludes bowel and bladder functioning

HHCS-20(X) (3-1-91)
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CARD 11

a. Doing light housework

b. Managing money

c. Shopping for groceries or clothes

d. Using the telephone (dialing or receiying calls)
e. Preparing meals

f. Taking medication

HHCS-20(X} {3-1-91)
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CARD 12

1. DIETARY AND NUTRITIONAL SERVICES — direct counseling by a trained
nutritionist; does NOT include supervision of special diets

2. OCCUPATIONAL THERAPY/VOCATIONAL THERAPY — from a registered or
licensed occupational therapist; special restorative treatment

3. SPEECH THERAPY/AUDIOLOGY — evaluation, treatment, and monitoring of
specific communication disorder(s)

4. HOMEMAKER/COMPANION SERVICES — services that are necessary for
maintaining a safe and healthy home environment for the patient (e.g., cleaning
the patient’s kitchen, doing personal laundry, preparing meals) and other services
to enable the patient to remain at home

5. MEALS ON WHEELS — program that provides regular delivery of food to elderly
and handicapped persons with limited mobility. Often provided through a
volunteer network

6. TRANSPORTATION — provision of transportation

7. ENTEROSTOMAL THERAPY — therapy designed to teach the proper method of
caring for an ostomy site

8. COUNSELING — counseling and/or therapy that assists the patient in minimizing
stresses and problems that arise from social, economical, or psychological

situations and that assists the patient in maximizing positive aspects and
opportunities for growth

9. MEDICATIONS — providing prescription medication

10. RESPITE CARE — care provided to the patient in the home or inpatient setting to
relieve the family or primary caregiver, due to family psychological problems,
caregiver fatigue, or required short-term absence of the caregiver

11. HIGH TECH CARE — specialized care, especially the setup of IV’s in the home

12. REFERRAL SERVICES — referral to other sources for services that are not
provided by the facility

13. PERSONAL CARE - aid in bathing, dressing, using the toilet, getting in and out
of bed, eating, or walking

14. SKILLED NURSING SERVICES — coordination by an R.N. or an L.P.N. of a care
plan; e.g., catheterization, injection

15. PHYSICIAN SERVICES — evaluation and/or treatment from a licensed M.D.
(not including psychiatrist), D.O., or physician associate

16. SOCIAL SERVICES — counseling, advocacy coordination, information, referrals;
e.g., legal aid, job, housing assistance

17. PHYSICAL THERAPY — from a certified or licensed physical therapist;
treatment to restore function, relieve pain

18. OTHER SERVICES

HHCS-20(X} (3-1-81)
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CARD 13

. Physicians

Registered nurses

Licensed practical or vocational nurses
Nursing aides and attendants

Home health aides |
Homemakers/personal daretakers |
Dieticians/nutritionists

Occupational therapists

. Speech pathologists and éudiologists
. Physical therapists

. Social workers

. Health educators

. Other providers
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CARD 14

Private insurance

Own income, family support, Social Security
benefits, retirement funds

. Supplemental Security Income (SSI)

Medicaré
Medicaid

Other government assistance or welfare

. Religious organizations, foundations, agencies

. VA contract, pension, or other VA

compensation

. Payment source not yet determined

- 10.

Other

HHCS-20(X) (3-1-91)
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Form HHCS-30(X) - Sample Selection Tables

Total # Listed Sample Line Numbers

1 1

2 1 2

3 1 2 3

4 1 2 3 4

5 1 2 3 4

6 1 2 3 5

7 2 3 4 6

8 2 4 5 7

9 2 4 5 7
10 1 3 5 1
11 2 4 6 8
12 2 5 7 10
13 3 5 8 11
14 3 6 8 1
15 2 5 8 11
16 2 5 8 11
17 3 6 9 13
18 4 8 11 15
19 1 5 8 12
20 1 5 9 13
21 4 8 13 17
22 2 7 11 16
23 5 9 14 18
24 3 8 13 18
25 2 7 12 17
26 3 8 13 18
21 3 9 14 20
28 2 7 13 18
29 2 8 13 19
30 1 7 13 19

NOTE: This Is the first page of form HHCS-30(X)-Sample Selection Tables.

—
DLW By W B ~IN) W ON - [= N

Y
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[7 308 Qg areyv_ )

Sample Line Numbers

11

13

14
12
10
i5

12
12

14
13

16
13
15
20
14

18
11
21
14
16

20
23
13
19
17

15
15
17
15
20

16
21
20
18
23

21
20

- 18

22
22

26

22
25
30
24

20
21
32
25
27

31
34
24
3
29

21
22
24
21
27

23
28
28
25
31

29
28
27
3

31

35
3
34
40
34

38
32
43
36
38

42
46
36
43

41

28
28
31
28
43

30
36
35
33
39

37
37
35
40
40

44
41
44
49
44

48
42
53
47
49

54
57
48
54
53

Page 1



Appendix V

Letters, data collection
instruments, and sample
selection table for the
National Home and Hospice
Care Survey

g\\lﬁ.(«’
.s‘\ DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service
g é Centers for Disease Control
‘b%q,,,m National Center for Health Statistics

6525 Belcrest Road
Hyattsville, MD 20782

Dear Administrator:

The National Center for Health Statistics (NCHS), of the Centers for Disease Control,
collects and provides information on the health of the Nation and the utilization of its
health resources. As part of this continuing program, the NCHS is conducting the
National Home and Hospice Care Survey. This survey is authorized under section 306
{42 USC 242k) of the Public Health Service Act. In addition, the survey is endorsed by the
National Association for Home Care.

The purpose of the survey is to provide a more complete information base on available
long-term care services and utilization of those services. The survey includes a small,
randomly selected, nationwide sample of hospices and home health agencies, each of
which represents a number of similar facilities. Information about your facility will be
collected through a personal-interview which will require about 20 minutes of your time.
In addition, time involving some of your staff will be required to complete interviews for
a small sample,of patients. No patients will be contacted at any time. Your participation
is voluntary and there are no penalties for refusing to participate or refusing to answer
any question. We may need to contact you in about a year to update the information you
provide during this survey.

| want to emphasize that the information you and your staff supply will be used only for
statistical research and reporting purposes. In accordance with Section 308(d) (42 USC
242m) of the Public Health Service Act, no information collected in this survey may be
used for any purpose other than the purpose for which it was collected. Such information
may not be published or released in any form if the individual or establishment is
identifiable unless the individual or establishment has consented to its release.

Within the next few weeks, a Census Bureau field representative will contact you for an
appointment. The Census Bureau is under contract to conduct this survey. | greatly
appreciate your cooperation in this survey.

Sincerely yours,

51 Zeer et

MANNING FEINLEIB, M.D., Dr. P.H.
Director, National Center for Health Statistics

HHCS-10{L) (5-22.92)
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SOME FREQUENTLY ASKED QUESTIONS/STATEMENTS

HOW WAS THIS FACILITY CHOSEN?

A sample of hospices and home health facilities was chosen from a National list to
represent similar facilities in the United States. Since each represents several others,
your full participation is very important to the outcome of this survey.

WHAT ARE YOU GOING TO DO WITH THE RESULTS OF THE SURVEY?

Information on hospices and home health facility providers and the populations they
serve is needed by policymakers for assessing the availability of and need for hospice
and home health services. Data from this National survey will assist policymakers in
determining where and by whom these types of care are needed as well as identifying
who is already receiving hospice or home care. Eventually these data could be used to
identify any increased demand for hospice and home care services which could tax the
ability of social service facilities to meet the needs of the terminally and chronically ill.

WE'VE ALREADY PROVIDED THIS INFORMATION.

The information we are collecting in this National survey may be similar to what you
have provided in other surveys, but it is not the same. The laws governing confidentialit
prohibit our obtaining similar information from other sources. In addition, for estimates
from this survey to be accurate, we need to collect the same information from all
participating facilities in exactly the same way.

WE'RE TOO BUSY AND DON'T HAVE ENOUGH STAFF.

We can work around the schedule and availability of your staff. We know they are busy.
We can interview any staff member who is knowledgeable about the patient records.
Eventually your help will increase the visibility of hospice and home health facilities anc
their essential contribution to the care and comfort of patients and their families.

HHCS-10(L) (5-22-92)
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F DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service
g C Centers for Disease Control
%%m‘m National Center for Health Statistics

110

6525 Belcrest Road
Hyattsville, MD 20782

ok QM

| want to personally thank you for participating in the National Home and Hospice Care
Survey and for assisting the field representative from the Bureau of the Census, who
conducted the survey in your facility. It is only through the cooperation of administrators
like yourself that we are able to conduct a survey such as this one. The information we

collect from this survey will be invaluable in helping us to support effective treatment of
long-term health problems.

Again, | appreciate the time and effort you have given in support of this survey.

Sincerely yours,

1 Pt

MANNING FEINLEIB, M.D., Dr. P.H.
Director, National Center for Health Statistics

HHCS-11(L} (5-22-92)
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NATIONAL ASSOCIATION FOR HOME CARE ANNE M. KATTERHAGEN HONORABLE FRANK E. MOSS &

519C mEE'r' N.E.’ STANTON PARK CHAIRMAN OF THE BOARD SENIOR COUNSEL -
WASHINGTON, D.C. 20002-5809

' VAL J. HALAMANDARIS - STANLEY M. BRAND
Telephone: (202) 547-7424, FAX: (202) 547-3540 PRESIDENT GENERAL COUNSEL

September 1992
Dear Administrator: . .

I am writing to encourage your participation in the 1992
National Home and Hospice Care Survey (NHHCS) to be conducted this
month by the National Center for Health Statistics. This survey is
the first in what will become an annual survey by NCHS to collect
baseline and trend information about home health agencies and
hospices in relationship to the patients they serve and the type
of staff they employ.

Your support as a home care or hospice administrator is
critical to the successful development of invaluable data for
planning and organizing home care and hospice services, drafting
health legislation and setting national policies and priorities to
obtain high quality care for all home care and hospice cecipients.

A minimal amount of your time and staff time will be involved
and strict confidentiality will be maintained. Only summary data
will be published and made available to health planners,
researchers, health professionals and the public. o :

I am confident that the information derived from this survey
will be worth the investment of your time and effort. Your
participation assures that the development of information to be
used in shaping public policy for home care and hospice will be
based on the 1input of industry professionals. I urge your

coorperation in this effort.
rely, .
R _

J. Halamandaris
ident

THCS-15 REPRESENTING THE NATION'S HOME HEALTH AGENCIES, HOMEMAKER-HOME HEALTH AIDE ORGANIZATIONS AND HOSPICES
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rorm HHCS-1
{5-27-92)

U.S. DEPARTMENT OF COMMERCE
BUREAU QOF THE CENSUS
ACTING AS COLLECTING AGENT FOR THE
DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SERVICE

CENTERS FOR DISEASE CONTROL.
NATIONAL CENTER FOR HEALTH STATISTICS

NOTICE - Public reporting burden for this collection of information is estimated
to average 20 minutes per response. Send comments regarding this burden
estimate or any other aspect of this collection of information, including
suggestions for reducing this burden to PHS Reports Clearance Officer; ATTN:
PRA: Hubert H. Humphrey Bldg., Rm. 721-B; 200 Independence Ave., SW;
Washington, DC 20201, and to the Office of Management and Budget; Paperwork
Reduction Project {0920-0298); Washington, DC 20503. information contained on
this form which would permit identification of any individual or establishment
has been collected with a guarantee that it will be held in strict confidence, will
be used for purposes stated for this study, and will not be disclosed or released
to others without the consent of the individual or establishment in accordance
with Section 308(d} of the Pubilic Health Service Act (42 USC 242m).

FACILITY QUESTIONNAIRE

NATIONAL HOME AND
HOSPICE CARE SURVEY

Section A - ARRANGING THE ADMINISTRATOR APPOINTMENT

1a.

Facility telephone number

6.

NAME VERIFICATION

I would like to verify some information from my records.

b. Alternate telephone number 1s (Name of facility on label) the correct name of your
facility?
3 Yes - Go to Item 7, ADDRESS VERIFICATION,
c. Alternate telephone number [0 No - Enter correct facility name below. ¢
2. Administrator name
7. ADDRESS VERIFICATION
3. Record of calls "
Day Date Time Notes Is (Address of facility on label) the correct address?
(a) {b) {c) {d) OYes - Go to item 8 ~ SET APPOINTMENT
am. [ No — Enter correct facility address below. 4
L Number Street P.O. Box, Route, etc,
a.m.
p.m. City or town
a.m.
p.m. State ZIP code
a.m.
p.m.
a.m. 8. SET APPOINTMENT
p.m.
1 would like to arrange a morning appointment at your
4. INTRODUCTION jance to conduct the survey. What would be a
Good morning (afternoon). My name is . . .. I'm from convenient date and time to visit your facility?
the Bureau of the Census. We are currently Day Date Time am
conducting the National Home and Hospice Care oy
Survey for the National Center for Health Statistics p.m.
which is part of the Centers for Disease Control. We
are studying h health h and 9. Could you give mo directions to your facility from
}heur t:tllc‘annts. _Yoqul,\olul_g htahve 690el:e¢f a It?ltter some easy to identify starting point? (Record
Tom . annin einieib, e uirector o e 1 it F
National Center for Health Statistics, which_ directions in number 10 below.)
describes this project. Have you received this letter? Thank you very much for your time. I will seo you at
[ Yes — Skip to ltem 6 , NAME VERIFICATION, (Time) on (Date). Good-bye.
O No ~ Continue with item 5, SURVEY EXPLANATION. 10. DIRECTIONS TO FACILITY
5. SURVEY EXPLANATION

If administrator wants a copy of the letter, explain that you
will bring a copy when you visit the facility.

I'm sorry that you did not receive the letter. Let me
briefly outiine its contents.

The National Home and Hospice Care Survey is
authorized under Section 306 of the Public Health
Service Act to collect baseline information about
home and hospice care facilities, their services, and
patients. The statistics compiled from the data are
used to suﬂport rasearch for effective treatment of
long-term health problems and to study utilization
of hospice and home care facilities and the efficient
use of the Nation’s health care resources.

All information which would permit identification of
the individual patient or facility will be held in strict
confidence, will be used ONLY by persons involved
in the survey and only for the purposes of the
survey, and will not be disclosed or released to
others for any purpose.

Te1el

The surve}y i a small ple of hosp and
home health agencies. Although your participation
is voluntary and there are no penalties for refusing
to any ¢ i iti ial that we
obtain data from all sample facilities.

Continue with Item 6, NAME VERIFICATION.

Section B~ RECORD OF INTERVIEW

STATUS OF INTERVIEW - Mark (X) appropriate box.

010 Complete interview
02 1 Partial interview

03 I Refusal

04 [J Not a Hospice/Home Health Agency
05 [J No longer operating

0s {1 Temporarily closed

o7 [J Not yet in operation

o8 ] Duplicate {Control No. of duplicate)
09 [J Unable to locate

10 [] Other noninterview - Specify

Date of interview

Month Day Year

|
1
1

3.

Field Representative Code




Section C - QUESTIONS ABOUT THE FACILITY

Before | begin the interviéw, 1d like to take a moment to explain the purpose of the survey. [ believe you
{received/did not receive) the letter from the National Center for Health Statistics.

If administrator did not receive the lettet, hand him/her a copy. Allow him/her to read it through briefly.
As it says in the letter, the purpose of this survey is to collect bassline information about hospices and

home health agencies such as yours. The information you provide is strictly confidential and will be used
only by persons involved in the survey and only for the purposes of the survey.

1a. Does this facility currently provide home health or
hospice care services?

010 Yes
02[JNo

b. Did this facility provide home health or hospice care
sarvices to patients during the last 12 months?

010 Yes - GO to item 1¢
021 No ~ SKIP to item 1d

¢. During the past 12 months, what was the number of
homoe health and the number of hospice care
patients served by this facility?

Use the combined category if the respondent cannot
provide separate numbers for home health and hospice
patients OR if the facility had patients who received both
home health and hospice care.

Number of home health patients
o000 (1 None
9999 [J Don‘t know

Number of hospice patients
o000 (1 None
9999 (] Don’t know

Number of patients who were served as
BOTH hospice and home health patients
(DO NOT INCLUDE IN NUMBERS ABOVE)

0000 [J None
3939 [J Don‘t know

d. Does this facility currently have any active home
health or hospice care patients?

o010 Yes— GO toitem 1e
02 (1 No - SKIP to CHECK ITEM A

e. What is the number of home health and the number
of hospice care patients currently being served by
this facility?

Use the combined category if the respondent cannot -
provide separate numbers for home health and hospice
patients OR if the facility has patients who receive both
home health and hospice care.

T—————g————- _______'___;;l;__'___r__....._ F— — =] - -]

Number of home health patients
0000 [ None
9939 (] Don‘t know

Number of hospice patients

o000 {J None
9999 (] Don't know

Number of patients currently served as
BOTH hospice and home health patients
(DO NOT INCLUDE IN NUMBERS ABOVE)

0000 ] None
9999 [J Don‘t know

Refer to items 1a, 1b, and 1d.
CHECK
ITEM A

o Ié 1a, 1b, and 1d are all marked “No," THIS FACILITY IS

UT OF SCOPE FOR THE SURVEY. THANK THE
RESPONDENT AND END THE INTERVIEW

020 Other - GO to item 2a

HAND FLASHCARD 1

2a. What is the type of ownership of this facility as
shown on this card?

Mark (X) only ONE box.

01 [J FOR PROFIT - Includes individual or private,
partnership, corporation

02 ] NONPROFIT - Includes church-related, nonprofit
corporation, other nonprofit ownership

03 ) STATE OR LOCAL GOVERNMENT - Includes State,
county, city, city-county, hospital district or authority

04 [J FEDERAL GOVERNMENT - Includes USPHS, Armed
Forces, Veterans Administration

05 (] Other -~ Specify 7

b. 1s this facility operated by a hospital? 010 Yes
02 No
c. Is this facility operated by a nursing home? 010 VYes
o2[JNo

d. Is (Name of facility) a member of a group of facilities
operating under one general authority or general
ownership?

010 Yes - Continue with item 2e
02 No - SKIP to item 3

e. What is the name of the parent organization?

Parent organization

Page 2
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113



114

Section C - QUESTIONS ABOUT THE FACILITY - Continued

3a. Is this facility certified under Medicare as a Home
Health Agency?

0100 Yes
020 No
03 Certification pending

b. Is this facility certified under Medicare as a Hospice?

o1 Yes
020 No
03 [ Certification pending

4a. Is this facility certified under Medicaid as a Home
Health Agency?

01]Yes
0z INo
03 [ Certification pending

b. Is this facility certified under Medicaid as a H ?

P

02 No
03 [J Certification pending

5a. Does this facility provide bereavement care to the

[]
:
1
!
i
T
I
I
!
I
:
|
I
r
i
L
1
1 010Yes
!
!
|
1
1
}
i
1
1
1
]
1
1
1
!

famili tient: ? o1 1Yes
amilies of the patients you serve 02CNo
b. Does this facility provide pastoral care? 010 Yes
02{JNo
6. How many persons served your facility as volunteers
during the last 7 days? Number
o0 CJ None
7. What is your name, title, and telephone number? : Respondent name
I -
: Title
| Area code Number

1

To complete this survey, I will need a list of all current home health and hospice patients, and a
fist of all home health and hospice discharges within the past year. From these lists, 1 will draw a
sample of 6 current patients and 6 discharged patients.

8a. From whom shall | obtain the list of current
patients?

1 Name
I

, Title
1

1 will need these patients’ medical records and the
cooperation of a staff ber hest acquainted with
these patients in order to obtain the information on
this questionnaire.

Hand the administrator a copy of the current patient
questionnaire. Allow him/her to examine it briefly.
Retrieve the questionnaire and continue reading.

| will not be contacting or interviewing the patients
in any way. 1 will depend on your staff to consuit the
medical records.

b. Would {person named in item 8a) know which staff
member | should interview for those patients

01 Yes — GO to item 9a

1

1

1

!

1

1

1

! 02 [J No — Determine which staff member would have this
| knowledge and enter the name and title below. 7
I

1

[

1

1

Name

selected for the sample? : Title
9a. From whom shall [ obtain the list of discharges? : [Jsame as 8a
: Name
Title

1 will need the help of a staff person familiar with
the discharge records to aid me in completing the
infor ion req d in this q i ire.

Hand the administrator a copy of the discharged patient
questionnaire. Allow him/her to examine it briefly.
Retrieve the questionnaire and continue reading.

b. Would fperson named in item 93) know which staff

010 Yes ~ GO to item 70 befow

02 £] No - Determine which staff member would have this
knowledge and enter the name and title below.

member | should interview for those discharges that ! Name

fall into the sample?

HAND FLASHCARD 2 Name
10. 1also need this information about your staff. From ”

whom shall I obtain this information? Title

Refer to item 10.

CHECK
ITEMB

01 ] Respondent will provide information - GO to item 11

02 [J Other - Leave a copy of Form HHCS-1A, Facility
Staff Worksheet (and self-addressed, stamped
envelope) with respondent. SKIP to item 12

FORM HHCS-1 {5-27-92)
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11. HAND FLASHCARD 2

Please provide the inf tion 1 d about the ber of employ
of this facility. the hours worked, and the number of visits made during
your Isst pay period for each type of employee listed, even if the number is
zero. Do not includ { s in th, b

‘What are the dates Month | Day Year Month | Day Year

[ 1

of your last pay
peried? P > J l

Number of
full-time staff
{35+ hours per
week) on your
payroll

{a)

Number of
full-time
budgeted
positions that
are vacant

{b}

Number of
part-time staff
{less than 35
hours per
week) on your
payroll

{c)

Number of
part-time
budgeted

positions that
are vacant

(d)

Total hours
worked by all
full-time and
part-time staff

on your,
payroll during
your last pay
period
(e}

Total hours of service
provided by staff not on
your payroll during your last
pay period. (For example,
temporary employment
services, visiting nurse
services, and other contract
services)
ui)

Total number
of visits made
during your
last pay period
by both
payroll and
nonpayroll
staff
(@)

Physicians

Registered nurses

Licensed practical or vocational nurses

Nursing aides and attendants

Home health aides

Homemakers/Personal caretakers

Dieticians/Nutritionists

Occupational therapists

Speech pathologists and audiologists

Physical therapists

Sacial workers

Health educators

Pastoral/Bereavement staff

Administrator/Director

Case manager/Case coordinator {Not RNs or Social Workers)

Secretarial/Clerical

Other health personnet - Specify z

Other personne! - Specify z

12. Thank you for your time. | will be checking with you before I leave to say
good-bye.

At this time, could you introduce me to (Mames of person(s) listed in items 8a,
8b, 9a and 9b).

NOTES

FORM RHCS-? (5-27-92}

1992-648-072/60114

*U.S. GOVERNMENT PRINTING OFFICE
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HHCS-1A U.S. DEPARTMENT OF COMMERCE ™ i
(F%_Mm BUREAU OF THE CEHSUS 1. Facility name 2. Control number 3 Dates of your last pay period
FACILITY STAFF WORKSHEET . Month | Day | Year Month [ Day | Year
NATIONAL HOME AND HOSPICE CARE SURVEY I l f - I l |
INSTRUCTIONS f l\lllumber of“ Nfu?l)ber of Number of'f Number of TotkaldhgursIl Tota‘} h;ll.;rs of rs}ervice Tfotal numbgr
iod in i ull-time sta ull-time part-time sta part-time worked by a provided by staff not on of visits made
(1} Enter the dates of y.our fast pay period in item 3. {35+ hours per budgeted {less than 35 budgeted full-time and_ | your payroli during your last | during your
(2) For each category listed below, enter the information requested about the staff of this week) on your | positions that hours per positions that | part-time staff pay period. (Examples: last paz period
facility. Enter zero if appropriate. Please fill all of columns a through g for all categories. payroll are vacant week) on Iyllour are vacant on'P/gur_ temporary employment by |?th d
P . payro payroll during sarvices, visiting nurse payroll an
{3} Do nat includs volunteers in these numbers. ) your last pay | services, and other contract | nonpayroll
{8) Return the form in the attached postage paid envelope. It would be helpful if you could period services) staff
complete and return the form within the next TWO DAYS, {a) {b) {c) (d) {e} (f) (g)

Physicians

Registered nurses

Licensed practical or vocational nurses

Nursing aides and attendants

Home health aides

Homemakers/Personal caretakers

Dieticians/Nutritionists

Occupational therapists

Speech pathologists and audiologists

Physical therapists

Social workers

Health educators

Pastoral/Bereavement staff

Administrator/Director

Case manager/Case coordinator (Not RNs or Social Workers)

Secretarial/Clerical
Other health personnel - Specify 3

Other personnel - Specify z

#1J.S. GOVERNMENT PRINIING OFFICE:1992-648-072/60111
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U.S. DEPARTMENT OF COMMERCE
BUREAU OF THE CENSUS
ACTING AS COLLECTING AGENT FOR THE
DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SERVICE

CENTERS FOR DISEASE CONTROL
NATIONAL CENTER FOR HEALTH STATISTICS

CURRENT PATIENT
SAMPLING LIST

NATIONAL HOME AND
HOSPICE CARE SURVEY

NOTICE ~ Public reporting burden for this collection of information is estimated
to average 20 minutes per response. Send comments regarding this burden
estimate or any other aspect of this collection of information, including
suggestions for reducing this burden to PHS Reports Clearance Officer; ATTN:
PRA: Hubert H, Humphrey Bldg., Rm, 721-B; 200 Independence Ave., SW:
Washington, DC 20201, and to the Office of Management and Budget; Paperwork
Reduction Project (0920-0298); Washington, DC 20503, Information contained on |
this form which would permit identification of any individual or establishment .
has been collected with a guarantee that it will be held in strict confidence, will
be used for purposes stated for this study, and will not be disclosed or released
to others without the consent of the individual or establishment in accordance
with Section 308(d) of the Public Health Service Act (42 USC 242m).

1. Field representative name

; Code 2. Date of listing

3. Respondent name

4. Respondent title

READ INTRODUCTION -

In order to obtain national lavel data about the patients of hospices and home health agencies
such as this one, we are collecting information about a sample of current patients. This
information and the list of names you provide will be held in strict confidence and will be used
ONLY by persons involved in the survey and only for the purposes of the survey. Please give me
the names of all current patients; that is, all patients on the rolls of this facility as of midnight
last night, so that | may select the sample.

FOLLOW THE STEPS BELOW TO LIST CURRENT PATIENTS -

STEP 1.

STEP 2.

STEP 3.

STEP 4,

STEP 5.

STEP 6.

STEP7.

Start listing the patients on line number 1 on page 3 of this form. List the patients consecutively in
the order in which they are given to you. Be sure to complete the "Page of Page" item.

NOTE - If the facility supplies an appropriate list that you can use, do not transcribe the
information onto the sampling list(s). If you can keep this list, attach it to this form; write the
control number and facility name on each page of the list. In either case, number the patients on
the provided list; and go to step 2.

Review the list. Verify that all eligible patients have been listed. Delete any duplicate entries and
any patients that do not meet the definition of a current patient. Renumber the lines if you add or
delete any names.

Enter the total number of patientslisted. .. ......ccvveivierans
IMPORTANT - This number is vital for estimation purposes. Number

Look at the Sample Selection Table. Find the number in the column labeled "Total # listed” that
matches the total number of patients listed.

Circle the line numbers on the listing sheets that correspond to those in the columns labeled
“Sample line numbers."

Enter the amount of circled line numbers on the listing sheets. .......
Number

The current patients to be sampled are those listed on lines with a circled line number. Enter the
line number and the name or other identifier of each sampled patient below. Use this information
to complete Section B of a Form HHCS-3, Current Patient Questionnaire, for each sampled patient.

Line number Current patient identifier

SAMPLING LIST FINAL STATUS

o1 J Complete listing

o2 Partial listingasof ____/___/__
03[ Refused listing information

os [ Listing records not available

os[J No current patients

os 1 Other — Specify

17



pAGE _1_OF ___PAGES

CURRENT PATIENT SAMPLING LIST

Line . . .
n'unr:ber Patient name (or other identifier)

{a) (b}
01
02
03
04
05
06
07
08
09
10
1
12
13
14

: 15

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

37

38

39

40

a1

42

a3

43

45

46

a7
48
49
50

FORM HHES-2 (5-27-92)
11,8, GOVERNMENT PRINTING OFFICE:1992-648-072/60112
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OMB No. 0920-0298: Approval Expires 06/30/95

FORM 2',‘““:5-4 NOTICE - Public reporting burden for this collection of information is estimated

to average 30 minutes per response. Send comments regarding this burden
estimate or any other aspect of this collection of information, including
suggastions for reducing this burden ta PHS Repaorts Clearance Officer; ATTN:
PRA: Hubert H. Humphrey Bldg., Rm. 721-B; 200 Independence Ave., SW;
Washington, DC 20201, and to the Office of Management and Budgat; Paperwork

us. DE:GE;:{"E(;‘FTT%&%"S‘&ERCE Reduction Proiﬁct (0920-0298); \éVashington, DC 20502. Inéorrration cgnt:ined on
this form which would permit identification of any individual or establishment
DEPARTAMCSI:‘]I'? ﬁ%ﬁﬁmfNﬁﬁﬁﬁgzg{éwus has been collected with a guarantee that it will be held in strict confidence, will
.S, PUBLIC HEALTH SERVICE be used for purposes stated for this study, and will not be disclosed or released
CENTERS FOR DISEASE CONTROL to others without the consent of the individual or establishment in accordance
NATIONAL CENTER FOR HEALTH STATISTICS with Section 308(d) of the Public Health Service Act {42 USC 242m). .
DISCHARGED PATIENT
SAMPLING LIST
NATIONAL HOME AND
HOSPICE CARE SURVEY
1. Field representative name | Code 2. Date of listing
1
1
3. Respondent name 4. Respondent title

5. Reference period for discharged sample

Month ! Day lYear to Month ! Day [ Year

READ INTRODUCTION -~

In order to obtain national level data about discharged patients of hospices and home health
agencies such as this one, we are collecting information about a sample of discharges. This
information and the list of names you provide will be held in strict confidence and will be used
ONLY by persons involved in the survey and only for the purposes of the survey. Please give me the
names of all patients discharged alive or deceased from (See item 5 for reference period) and their
specific dates of discharge. If any patient was discharged more than once during the reference
period, give me their name and the discharge date for EACH time they were discharged. Be sure to
include the name and discharge date for patients currently being served by your facility who were
also discharged from (First and last day of reference period}, so that | may select the sample.

FOLLOW THE STEPS BELOW TO LIST DISCHARGED PATIENTS ~

STEP 1.

STEP 2.

STEP 3.

STEP 4.

STEP 5.

STEP 6.

. STEP7.

Start listing the patients on line nur'nber 1 on page 3 of this form. List the patients consecutively in
the order in which they are given to you. Be sure to complete the "Page of Page™ item.

NOTE - If the facility supplies an appropriate list that you can use, do not transcribe the
information onto the sampling list(s). If you can keep this list, attach it to this form; write the
control number and facility name on each page of the list. In either case, number the discharges
on the provided list; and go to step 2.

Review the list. Verify that all eligible discharges have been listed. Delete any duplicate
discharges and any discharge that does not fall into the reference period. If both the patient name
and date of discharge are the same, probe to determine if it is a duplicate entry. Renumber the
lines if you add or delete any names.

Enter the total number of dischargeslisted. ......................
IMPORTANT - This number is vital for estimation purposes. . Number

Look at the Sample Selection Table. Find the number in the column labeled *Total # listed” that
matches the total number of discharges listed.

Circle the line numbers on the listing sheets that correspond to those in the columns labeled
"Sample line numbers."

Enter the amount of circled fine numbers on the listing sheets. ... ....
Number

The discharged patients to be sampled are those listed on lines with a circled line number. Enter
the line number, name or other identifier, and discharge date of each sampled patient below. Use
this information to complete Section B of a Form HHCS-5, Discharged Patient Questionnaire, for

each sampled patient.
pled patient Discharge date

Line number Discharged patient identifier (Month/Day/Year)}

SAMPLING LIST FINAL STATUS

01 [J Complete listing

o2[Partial listing ___/____/___to__[/___[___
o3 [JRefused listing information -

o+ Listing records not available

os [J No discharges

0s (1 Other — Specify
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paGe _1_OF ___ PAGES

DISCHARGED PATIENT SAMPLING LIST

Line
number
(a}

Patient name {or other identifier}
{b)

Discharge date
{Month/Day/Year)
{c)

01

02

03

04

05

07

08

09

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

37

38

39

B|G|RIBIRIEE

47

48

49

50

FORM HHCS-4 {5-21-92)

Page 3



OMB No, 0920-0298: Approval Expires 06/30/95

PAGE __ OF __ PAGES

forRM HHCS-6
{5-26.92)

U.S. DEPARTMENT OF COMMERCE
BUREAU OF THE CENSUS

SAMPLING LIST
CONTINUATION SHEET

A. Control number

B. Facility name

C. Sampling list type
Mark (X} one

OCurrent patient
(Do not complete
column (c)}

[ Discharged patient

IMPORTANT - Add appropriate first digit to preprinted line numbers.

Line
number

{a)

Patient name {or other identifier)

{b)

Discharge date
{Month/Day/Year)
(]

01

02

03

05

06

07

08

09

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

37

38

39

40

41

&|RI&IR

46

47

48

49

50
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OMB No. 0920-0298: Approval Expires 06/30/95

rorM HHCS-3 NOTICE - Public reporting burden for this collection of it';forgnatiop is estimated
{5-5-92) o to average 10 minutes per respanse. Send comments regarding this burden
estimate or any other aspect of this collection of information, including
suggestions for reducing this burden to PHS Reports Clearance Officer; ATTN:
PRA: Hubert H. Humphrey Bldg., Rm. 721-B; 200 independence Ave., SW;
. Washington, DC 20201, and to the Office of Management and Budget; Paperwork
us. DEl;ﬁgETmEg::T Tg: &%&:ERCE Red:;ction Project (0920-0298); \‘!Vasl}jngton, ch 2050::’. |n;orrlnation cglnt?‘med ton
this form which would permit identification of any individual or establishmen
DEP. ART?WT“‘? gii‘gf_gthfstm:gémes has been collected with a guarantee that it will be held in strict confidence, will
U.S. PUBLIC HEALTH SERVICE be used for purposes stated for this study, and will not be disclosed or released
CENTERS FOR DISEASE CONTROL to others without the consent.of the individual or establishment in accordance
NATIONAL CENTER FOR HEALTH STATISTICS .| with Section 308(d) of the Public Health Service Act (42 USC 242m).
NATIONAL HOME AND
. HOSPICE CARE SURVEY
Section A - ADMINISTRATIVE INFORMATION
1. Field representative name . ' 2. FRcode 3. Date of interview
: Month/Day/Year

[/

Section B - PATIENT INFORMATION

1. Patient name or other identifier | : 2. Patient line number
First _ ML  Last
1

Section C - RESPONDENT INFORMATION

1a. Respondent name

b. Title

c. Provided answers for items to [ Provided answers for all items
2a. Respondent name ’

e e e e e e e e e e e e e e e e e e e e e e e e e e e e e . e e e o o - - — — - ot =]

b. Title
c. Provided answers for items l i | to ‘
Section D - STATUS OF INTERVIEW
01 L] Complete o8 [] Assessment only
02 [ Partial _ o7 [J Other noninterview - Specify z
03[ Selected in error
os (] Refused

o5 L] Unable to locate record

NOTES
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Read to each new respondent.

In order to obtain national level data about the patients of hospices and home health agencies such as this
one, wae are collacting information about a sample of current I|I>atiam. 1 will be asking questions about the
background, health status, treatment, social contacts, and billing information for each sampled patient.

The information ‘you rovide will be held in strict confidence and will be used ONLY by persons involved in the
survey and only for the purposes of the survey. .

In answering these questions, it is especially important to locate the information in the patient’s medical
record. Do you have the medical file(s) and record(s) for (Read name(s) of selected current patient(s))?

If not, ask the respondent to get it/them prior to bf{q'nning the interview. Fill sections A and B on the front of all the current
patient forms while the respondent gets the records. If no record is available for a patient, try to obtain as much
information as possible from whatever administrative records are available and/or from the respondent’s memory.

1. Whatis...’s sex? ; o1 I Male
: 02 Female
2. Whatis...'s date of birth? : Age (at admission)
i Month Day Year
OR
: Years Months
HAND FLASHCARD 1. : 01 [J White
3a. Which of these best describes . . .’s race? ' g§ g il::::ican indian. Eskimo, Aleut
an, (] y
Mark {X) only one box. : o4 [J Asian, Pacific Islander
t  os[JOther~ Specify
: 99 (3 Don't know
"b. Is. .. of Hispanic origin? : 010 Yes
1 020No
: 990 Don’t know
4. Whatis...'s current marital status? : 01 Married
Widowed
Mark (X) only one box. o2l .
1 03[0 Divorced
: o4 [ Separated
t 050 Never Married
: 93 [JDon't know
HAND FLASHCARD 2. : 01 (] Private residence
5a. Where is . . . currently living? : g;g :z:\i:z:‘;:t;r:,o:‘o:rdmg house
Mark (X) only one box. : 04 ] Board and care or residential care facility
t 05 JHealth facility {including mental health
1 facility) ~ SKIP to item 6 Introduction
: o6 [ Other - Specify
1
I
b. Is... living with family membors, nonfamily ! Vi i
mon‘tbor;. both family and nonfamily members, : :; B w::: ia:t;::lmr?l:"r:?ee:bers
or alone
I o3[ With both family members and nonfamily members
! oeJAlone
Read the introductory paragraph for tfle Social Security Number only once for each respondent.
As part of this survey, we would like to have . . .’s Social Security Number. Provision of th'is numberis
Ty B B O T B A T e hocsend 20 raateh AGRInkE tho ugtal
statistics records maintained by the National Center for Heaith Statistics. This information is collected under
the authority of Section 306 of the Public Health Service Act.
6. Whatis...'s Social Security Number?

Social Security Number

97 [J Refused

1
i
I
'
!
I
e O Don‘t know

123



HAND FLASHCARD 3.

7. Who referred. .. to this facility?
Mark (X} all that apply.
PROBE: Any other sources?

01 [ Self/Family

o2 J Nursing home
03 [} Hospital

04 [J Physician

05 (] Health department

o8 (J Social service agency
07 ] Other - Specify

admitted for the current episode of
care?

95 (J Don't know
8. What :va: t?o date ?tfh' .8 n;os.tl N
recent admission wi our facili Y,
that is, the date on whi!:h oo wa:y ! Month | Day =

00 3 Only an assessment was done for this patient
{patient was not provided services by this facility)

1
1
1
1
1
!
1
I
!
!
i
i
1
T
§
i
1
1
1
[
!
1
9a. According to . . .”s medical record, ! oo [ No diagnosis ICD-8-CM codes
what were the primary and other ! Written form if available
diagnoses at the time of that |
{admission/assessment)? Please ' Primary: 1 )
provide the ICD-9-CM code if one is ! e e
available. : Others: o .
PROBE: Any other diagnoses? !
i 3 .
l —— o — e c—a——
!
1 4 e e ¥ ot o
1
1 5 .
| e e e et e e
i
I 6 SR
1
1 . .
Refer to item 8. ;010 Box 00 is NOT marked — Go to item 9b
ﬁ’éﬁ,ﬂ: erertof i 02] Box 00 is marked — END THE INTERVIEW.
i Complete sections C and D on the cover.

b. According to . . .”s medical records, 1 cONo diagnosis . ICD-9-CM codes
what are .. ."s CURRENT primary 1 Written form - if available
and other diagnoses? Please provide |
the ICD-9-CM code if one is I Primary: 1
available. ! e e e e e e

] .
PROBE: Any other diagnoses? 1 Others: 2 e e e e et e

1
! 3
1 : _——— =
[
| 4 - e
1
| 5 e e e © e
[
1
" 6 S,

10. What type of care is . . . currently i

. receiving from your facility? Is it i 01 Home health care
h:l:no he:l;h care, hospice careor | g2 [] Hospice care
other care ' 03[0 Other - Specify
Mark (X) all that apply. !

11a. Does. .. have a primary caregiver? |
1 o1ldYes
1
! 20No....... SKIP to item 12
1 99 Don't know
]
b. Does. .. usually live with (his/her) !
primary caregiver? 1 010 Yes
1 0200Neo
: g9 [ Don't know
FORM HHCS-3 {5-5-92) ; Page 3
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HAND FLASHCARD 4.

to...?

Mark (X) only one box.

11c. What is the relationship of the primary caregiver

01 Spouse

oz ] Parent

o3 [ Child

04[] Daughter/Son-in-law

o5 [J Other relative ~ Specify

os (1 Neighbor

07 L] Friend

08 {1 Volunteer group
03 [J Other - Specify z

99 [ Don't know

HAND FLASHCARD 5.

12. Which of these aids does.. .. currently use?
Mark (X) all that apply.
PROBE: Any other aids?

-01J Eye glasses (including contact lenses)

02 ] Dentures {full or partial)
033 Hearing aid

04 [ Wheelchair

05[] Cane

os [ Walker

o7 J Crutches

o8 (J Brace (any type)

09 [J Oxygen

10 [ Hospital bed

11 [J Commode

12 ] Other aids or devices - Specify z

00 [J No aids used
83 [J Don’t know

For items 13a~-14b, refer to item 12.

13a. Does . . . have any difficulty in seeing (when
wearing glasses)?

01 Yes
0200No. v i it
o3[ Not applicable {e.g., comatose)

SKIP to item 14a
9o JDon‘tknow .......cou..u...

HAND FLASHCARD 6.

b. Is...’s sight (when wearing glasses) partially,
severely, or completely impaired as defined on

o1 [ Partially impaired
oz [J Severely impaired
03 J Completely lost, blind

this card? 93 (1 Don’t know
14a. Does .. . have any difficulty in hearing (when
wearing a hearing aid)? o1JYes
200No....ovvvvnannt. e
03 [] Not applicable (e.g., comatose) } SKIP to item 15
99 [ Don’tknow ......c.evuennnn

HAND FLASHCARD 7.

b. ls..."s hearing (when wearing a hearing aid)
partially, severely, or completely impaired, as
defined on this card?

T VNP SRR SIS (NSRRI SRS e el e i s

01 [ Partially impaired

o2 (] Severely impaired

03 ] Completely lost, deaf
99 [ Don't know

Page 4

FORM HHCS-3 (5-5-82)
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HAND FLASHCARD 8. \ No
| Yes Unable to ’
15. Does. .. currently receive personal help FROM i does not - Don't know
YOUR EACILITY in any of the following activities | -0/ M®1P | receive help | do/Doesntdo
as defined on this card - - —
i
Mark (X) one box for each activity. f
|
a. Bathing or showering? ' 0] 02 03d 99 (]
]
b. Dressing? ! o 0z] [1m] g9 ]
1
c. Eating? o O 0z 03l 99 [J
i
d. Transferring in or out of beds or chairs? 1 0nd 020 03 sg[J
]
e. Walking? P oD 02 O 0 J
]
f. Using the toilet room? ! 0 020 03] 99 []
16a. Does . . . have an ostomy, an indwelling catheter ;
or similar device? | o1 BY&S
| Dlbartia | SKP 10 tam 17
i
b. Does. .. receive personal help FROM YOUR [
FACILITY in caring for this device? 1 010VYes
! 0200No
: 99 [ Don’t know
L
17. Does. .. currently have any difficulty in |
controlling (his/her) bowels? 1 0100 Yes
: o2 INo
y 03 {J Not applicable (e.g., infant, has a colostomy)
i 99 Don’t know
]
18. Does. .. currently have any difficulty in :
controlling (histher) biadder? oo OvYes
02 D No
1 03[J Not applicable (e.g., infant, has an indwelling catheter)
: 99 [J Don‘t know
HAND FLASHCARD 8. I N
! Yes o Unable to .
19. Does...recaive personal help FROM YOUR ( i does not . Don't know
FACILITY in any of the following activities - -  receives help | roceive help | do/Doesn’t do
| ,
Mark (X} one box for each activity. 1
|
i
a. Doing light housework? I 01 023 03] 99
T
b. Managing money? : o1 [J 02J 03 99 [
1
c. Shopping for groceries or clothes? ! O 020 0z 99 [J
1
d. Using the telephone (dialing or receiving calls)? I od 02 03] 99
14
e. Preparing meals? ! | 0230 033 99
- ]
f. Taking medications? ! ] 02 03] 99 []
NOTES
FORM HHCS-3 (5-5-92) Page 5
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HAND FLASHCARD 10.

20a. During your last billing period, which of these
sorvices were provided to . . . BY YOUR FACILITY?

Mark (X) all that apply.
PROBE: Any other services?

01 [ Skilled nursing services

02 [J Personal care

02 [ Social Services

04 [J Counseling

o5 [J Medications

os [J Physical therapy

o7 .J Homemaker/Companion services
08 [J Respite care

os [J Referral services

10 [J Dietary and nutritional services
11 Physician services

12 [0 High tech care {e.g., IV therapy)
13 [J Occupational therapy/Vocational therapy
14 J Speech therapy/Audiology

15 ] Transportation

16 [J Enterostomal therapy

17 J Meals on wheels ‘

18 [J Other services - Specify

00 [J None

HAND FLASHCARD 11.

b. Which of these service providers FROM YOUR
FACILITY visited . . . during your last billing period?

Mark (X} all that apply.
PROBE: Any other providers?

o1 [J Registered nurses

02 [0 Licensed practical or vocational nurses
03 [J Nursing aides and attendants

04 [J Home health aides

o5 [J Homemakers/Personal caretakers

o6 [J Social workers

07 [J Physical therapists

o8 [J Physicians

09 [J Occupational therapists

10 [JJ Speech pathologists and audiologists
11 [ Dieticians/Nutritionists

12 [J Health educators

13 Volunteers

14 [J Other providers - Specify g

00 [J None
21. How many visits were made to . ., during your
iast billing period? Number of visits
00 (1 None
96 (J 24 hour care
99 [J Don’t know
22a. For your last billing period, what was the total
charge billed for . . .’s care, including all charges 00
for services, drugs and spacial medical supplies? $ :

o6 (] Was not a patient during last billing period -
SKIP tc item 23

00 [J No charge was made for care — END INTERVIEW.
Complete sections C and D on the front of this form.

93 (] Don't know — Skip to item 23

b. What time period does this charge cover?

Month Day Month Day

TO

99 [J Don‘t know (not billed yet, etc.)

Page 6

FORM HHCS-3 {5-5-92)
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HAND FLASHCARD 12.

23. What are ALL the (expected) sources of
payment for the amount billed?

Mark (X) all that apply.
PROBE: Any other sources of payment?

01 [J Private insurance

023 Own income, family support, Social Security
benefits, retirement funds

03 [J Supplemental Security Income (SSI)

o4 [ Medicare

05 [J Medicaid

o6 L] Other government assistance or welfare

o7 [ Religious organizations, foundations, agencies

o8 [J VA contract, pensions, or other VA compensation
03 [J Payment source not yet determined

10 J Other - Specify 7

99 [ Don’t know

HAND FLASHCARD 12.

24. What was the PRIMARY (expected) source of
payment (for this billfwhen billed)?

Mark (X) only one box.

01 Private insurance

02 ] Own income, family support, Social Security
benefits, retirement funds

03 J Supplemental Security Income (SSI)

04 [ Medicare

05 [] Medicaid

o6 [J Other government assistance or welfare

o7 [J Religious organizations, foundations, agencies

o8 (J VA contract, pensions, or other VA compensation
09 [J Payment source not yet determined

10 ] Other - Specify 7

99 ] Don't know

FILL SECTIONS C AND D ON THE COVER OF THIS FORM.

NOTES

128
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OMB No. 0920-0298: Approval Expires 06/30/95

HHCS-5

mm
file}
g
§3

U.S. DEPARTMENT OF COMMERCE
' BUREAU OF THE CENSUS
ACTING AS COLLECTING AGENT FOR THE
DEPARTMENT OF HEALTH AND HUMAN SERVICES
BLIC HEALTH SER
TE S FOR DISEASE CONTR
NATIONAL CENTER FOR HEALTH STAHSTICS

NOTICE - Public reporting burden for this collection of information is estimated
to average 10 minutes per response. Send comments regarding this burden
estimate or any other aspect of this collection of information, including
suggestions for reducing this burden to PHS Reports Clearance Officer; ATTN:
PRA: Hubert H. Humphrey Bidg., Rm. 721-B; 200 iIndependence Ave., SW;
Washington, DC 20201, and to the Office of Management and Budget Paperwork
Reduction Project (0920 0298), Washington, DC 20503, Information contained on
this form which would permit identification of any individual or establishment
has been collected with a guarantee that it will be held in strict confidence, will
be used for purposes stated for this study, and will not be disclosed or released
to others without the consent of the individual or establishment in accordance
with Section 308(d) of the Public Health Service Act (42 USC 242m).

DISCHARGED PATIENT
QUESTIONNAIRE
NATIONAL HOME AND
HOSPICE CARE SURVEY
Section A - ADMINISTRATIVE INFORMATION
1. Field representative name 2. FRcode 3. Date of interview
Month/Day/Year
[ [/

Section B - PATIENT INFORMATION

1. Patient name or other identifier
First 1 M. Last

i 1

| ]

2, Patient line number 3. Date of Discharge
Month/Day/Year

[

Section C - RESPONDENT INFORMATION

1a. Respondent name

b. Title

c. Provided answers for items L to

2a. Respondent name

03[0 Selected in error
o4 (0 Refused
os (J Unable to locate record

b. Title
¢. Provided answers for items to
Section D - STATUS OF INTERVIEW
010 Complete o6 (] Assessment only
02 Partial o7 [J Other noninterview - Specify »

NOTES
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Read to each new respondent.

In order to abtain national level data about patients who are discharged from hospices and home health
agencies such as this one, we are collecting information about a sample of discharges. | will be asking
questions about the background, health status, treatment, social contacts, and billing information for each
sampled discharge.

The information you provide will be held in strict confidence and will be used ONLY by persons involved in the
survey and only for the purposes of the survey.

In answering these questions, it is especially important to locate the information in the patient’s medical
record. Do you have the medical file(s) and record(s) for (Read name(s) of selected discharged patient(s}J?

If not, ask the respondent to get it/them prior to beginning the interview. Fill sections A and B on the front of all the
discharged patient forms while the respondent gets the records. If no record is available for a patient, try to obtain as
much information as possible from whatever administrative records are available and/or from the respondent’s memory.

1. What was...’s sex? 01 ] Male

oz [J Female
2. What was .. .'s date of birth? Age {(at admission}

Month Day Year
OR
Years Months
HAND FLASHCARD 1. o1 LJ White
02 [J Black

3a. Which of these best described . . ."s race?
03 ] American Indian, Eskimo, Aleut

04 [] Asian, Pacific Islander
os (] Other - Specify
99 [J Don‘t know

01 Yes
020 No
99 [J Don't know

Mark (X} only one box.

b. Was . .. of Hispanic origin?

4. What was . . ."s marital status at the time of 01 L Married
discharge? 02 0 Widowed
Mark (X) only one box. 03 [ Divorced

04 [J Separated

o5 [] Never Married

99 {1 Don‘t know
HAND FLASHCARD 2.

01 [ Private residence

o0z [J Rented room, boarding house

03 [J Retirement home

0a ] Board and care or residential care facility

05 [J Health facility (including mental health
facility) — SKIP to item 6 Introduction

06 [ Other - Specify 7

S5a. During the episode of care that ended on (date

of discharge), where was . . . living?

Mark (X) only one box.

b. Was. . . living with family members, nonfamily
menl'lber;, both family and nonfamily members,
or alone

o1 [J With family members

02 [J With nonfamily members

03 (] With both family members and nonfamily members
04[] Alone

Read the introductory paragraph for the Sacial Security Number only once for each respondent.

As part of this survey, we would like to have . . .’s Sacial Security Number. Provision of this number is
voluntary and providing or not providing the number will have no effect in any way on .. . .’s benefits. This
number will be useful in conducting future followup studies. It will be used to match against the vital

statistics records maintained by the National Center for Health Statistics. This information is collected under
the authority of Section 306 of the Public Health Service Act.

6. What was .. ."s Social Security Number? Social Security Number

97 (3 Refused

1
i
I
I
1
1
I 9s[JDon't know

1

Pana 2

PARES AN - (o . AAT
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HAND FLASHCARD 3. :
i i 010 SelifFamily
7. Who referred ... to this facility? t 0z [J Nursing home
, ! 03 [JHospital
Mark (X) all that apply. P @ P
PPl ;04 [1Physician
PROBE: Any other sources? 05[] Health department
: o6 [ Sacial service agency
y 070 Other - Specify
1 93[JDon’t know
I
8. \A‘I’ha!: was tfho tti't:te of . .d.'sf :
admission for the period of care
which ended on (D%te of dischargej? : Month | Day | Vear
1
I
1 00 Only an assessment was done for this patient
' (patient was not provided services by this facility)
9a. According to .. .’s medical record, 1 00 [JNo diagnosis . 1CD-9-CM codes
what were the primary and other | Written form if available
diagnoses at the time of . . .’s I
admission that ended with this I Primary: 1
(disc%argglaréss;th)? glo_?se | s e
provide the 5 code if one is .
available. : oters: o OO
PROBE: Any other diagnoses? : 8
|
I
| 4__
1
| 5 @ —.—.
1
1 6 .
1 —_——
: i 01 Box 00 is NOT marked — Go to item 9b
Refer t 8. \
ﬁ-‘éﬁfﬁ efer to ftem ! 621 Box 00 is marked ~ END THE INTERVIEW.
X Complete sections C and D on the cover.

b. According to . . .’s medical records, ' 0[] No diagnosis i ICD-3-CM codes
what were . . .’s primary and other ' Written form if available
diagnoses at the time of discharge - !
that is, on (Date of discharge)? Please | primary: 1 )
provide the ICD-9-CM code if one is : e ===
available. | Others: o '
PROBE: Any other diagnoses? : ‘

3
T — e —
t
i N
1
|
| 5‘ _______
I
1 6 -
1
¢. Why was . . . discharged? !
v 9 : 01 ) Recovered
;02 Stabilized
1 03[ Moved out of district
: 04[] Deceased .
i 05[] Admitted to hospital inpatient servic
t o8] Admitted to nursing home
: o7 [ Other — Specify
1 se[JDon’t know
i
10. What type of care was . . . receiving !
at the time of discharge? Was it 9 w0 Home health care
home health care, hospicecareor | 02 [ Hospice care
other care? ! o3[ Other - Specify e
{r==e=-Piark-(X} ail that-appiy: S A
FORM HHCS-5 (5-5-92) Page 3
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11a. Did . . . have a primary caregiver? 01 JYes.
023No...... SKIP to INSTRUCTION BOX
99 [ Don't know | above item 12
b. Did. .. usually live with (his/her} primary
caregiver? 0101 Yes
02 INo
99 [J Don‘t know
HAND FLASHCARD 4. o1 LI Spouse
c. What was the relationship of the primary 021 Parent
caregiverto . ..? o3 [(J Child

Mark (X) only one box.

e e e e e e e = = e ek = e = (e - — — ]

04 [J Daughter/Son-in-law

o5 [ Other relative — Specify
o6 [L] Neighbor

o7 [J Friend

o8 (] Volunteer group

09 [ Other - Specify

99 {1 Don’t know

INSTRUCTION
BOX

For items 12 through 19, use the phrase "AT THE TIME OF DISCHARGE" if the patient was discharged
alive. Use the phrase "IMMEDIATELY PRIOR TO DISCHARGE" if the patient was discharged dead.

HAND FLASHCARD 5.

12. The following questions refer to the patient’s
status (at the time of discharge/immediately prior

to discharge) on (Date of discharge).

(At the time of dischargefimmediately prior to
discharge), which of these aids did . . . regularly
use?

Mark (X) all that apply.

PROBE: Any other aids?

i

01 [] Eye glasses {including contact lenses)
02 [ Dentures (fulf or partial)

03 J Hearing aid

04 [J Wheelchair

o5 J Cane

os L] Walker

07 J Crutches

o8 [J Brace (any type)

09 (] Oxygen

10 [J Hospital bed

11 [ Commode

12 [ Other aids or devices — Specify z

00 [ No aids used
98 [] Don’t know

For items 13a-14b, refer to item 12.

13a. (At the time of discharge/immediately prior to
discharge), did . . . have any difficulty in seeing
(when wearing glasses)?

01 [ Yes
02ldNO. oo e
03 (] Not applicable (e.g., comatose)}

SKIP to item 14a
93 [(J Don’t know

HAND FLASHCARD 6.

b. Was. . .'s sight (when wearing glasses) partiaily,
severely, or completely impaired as defined on
this card?

o1 [ Partially impaired

02 [J Severely impaired

03 [J Completely lost, blind
98 [J Don't know

14a. (At the time of discharge/immediately prior to
discharge), did . . . have any difficulty in hearing
(when wearing a hearing aid)?

011 Yes
20No. v
03 [J Not applicable (e.g., comatose)

SKIP to item 15
99 [J Don’t know

...............

HAND FLASHCARD 7.

b. Was.. . .’s hearing (when wearing a hearing aid)
partially, severely, or completely impaired, as
defined on this card?

01 [J Partially impaired

o2 [J Severely impaired
03[ Completely lost, deaf
g9 [J Don’t know

Page 4
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HAND FLASHCARD 8.

99 (] Don’t know

No
Y N - Unable t .
15. (At the time of discharge/immediately prior to ,ecei\,:i help did not receive do/r{\)aidngt 30 Don’t know
discharge), did . . . receive personal help FROM help
YOUR FACILITY in any of the following activities
as defined on this card - -
Mark (X) one box for each activity.
a. Bathing or showering? o0 02 03] 99 ]
b. Dressing? 013 02 03] 99 ]
c. Eating? 01O 020 030 991
d. Transferring in or out of beds or chairs? 01 023 03] 99
e. Walking? o] 020 o3 98 [
f. Using the toilet room? 01 02 0z J 99 []
16a. (At the time of discharge/immediately prior to
discharge), did . . . have an ostomy, an indwelling o1 Yes
catheter or similar device? 22dNo......

} SKIP to item 17

b. Did. .. receive personal help FROM YOUR
FACILITY in caring for this device?

01 Yes
02 No

99 (] Don‘t know

17. (At the time of discharge/fimmediately prior to
discharge), did . . . have any difficulty in 010 Yes
controlling (his/her) bowels? 02 ] No
03 [] Not applicable (e.g., infant, had a colostomy)
99 [} Don‘t know
18. (At the time of discharge/immediately prior to
discharge), did . . . have any difficulty controlling 01 Yes
(his/her) bladder? 0z J No
03 [J Not applicable {e.g., infant, had an indwelling catheter)
99 [J Don't know
HAND FILASHCARD 9.
19. (At the time of discharge/immediately prior to Yeg did nol':hr)eceive dU/Bagle tS ‘| Don't know
. i ischargefi iately pri i hel o/Didn’t do
discharge), did . . . receive personal help FROM received help help
YOUR FACILITY in any of the following activities -
Mark (X) one box for each activity.
a. Doing light housework? od 02 s 59 [
b. Managing money? o111 02l 0z ss [
c. Shopping for groceries or clothes? 0[] 020 o] eo (] |
d. Using the telephone (dialing or receiving calis)? o0 020 03] g ]
e. Preparing meals? o 0z 03] s ]
f. Taking medications? 01[] 02 ez 99 (]
NOTES
FORM HHCS-5 (5-5-92) Page 5
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HAND FLASHCARD 10.

20a. During the billing period that included (Date of
discharge), which of these services were
provided to ... BY YOUR FACILITY?
Mark (X} all that apply.

PROBE: Any other services?

01 [J Skilled nursing services

02 Personal care

03 [0 Social services

04 [ Counseling

05 [] Medications

06 L1 Physical therapy

07 3 Homemaker/Companion services
08 [J Respite care

o3 [1 Referral services

10 [J Dietary and nutritional services
11 0 Physician services

12 [ High tech care (e.g., IV therapy)
13 [J Occupational therapy/Vocational therapy
14 [J Speech therapy/Audiology

15 J Transportation

16 J Enterostomal therapy

17 0 Meals on wheels

18 [ Other services — Specify z

oo J None

HAND FLASHCARD 11.

b. During the billing period that included (Date of
discharge), which of these service providers FROM
YOUR FACILITY visited .. .? :

Mark (X) all that apply.
PROBE: Any other providers?

01 ] Registered nurses

o2 ] Licensed practical or vocational nurses
03 [3 Nursing aides and attendants

04[J Home health aides

05 J Homemakers/Personal caretakers

o6 (1 Social workers

07 [J Physical therapists

o8 [(J Physicians

09 ] Occupational therapists

10 ] Speech pathologists and audiologists
11 [ Dieticians/Nutritionists

12 (0 Health educators

1300 Volunteers

14 [] Other providers — Specify

00 3 None

21. How many visits were made to . . . during the

billing period that included (Date of discharge)?

Number of visits

oo L] None
96 (1 24 hour care
99 (J Don't know

22a. For the billing period that included (Date of
discharge), whail: was the total charge billed
for....'s care including all charges made for
drugs, services and special medical supplies?

$ .00

00 1 No charge was made for care — END INTERVIEW.
Complete sections C and D on the front of this form.

99 [0 Don't know — Skip to item 23

b. What time period does this charge cover?

Month Day Month Day

TO

99 [J Don't know (not billed yet, etc.)

Page 6
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HAND FLASHCARD 12.

23. What were ALL the (expected) sources of
payment for the amount hilled?

Mark (X) all that apply.
PROBE: Any other sources of payment?

01 [ Private insurance

02 (J Own income, family support, Social Security
benefits, retirement funds

oz Supplemental Security Income (SSI)

04 [J Medicare

05 (J Medicaid

o6 [] Other government assistance or welfare

o7 [J Religious organizations, foundations, agencies

o8 (] VA contract, pensions, or other VA compensation
09 [J Payment source not yet determined

10 ] Other - Specify

93 {0 Don't know

HAND FLASHCARD 12.

24. What was the PRIMARY (expectad) source of
payment (for this bill/when billed)?

Mark (X) only one box.

01 [ Private insurance

02 ] Own income, family support, Social Security
benefits, retirement funds

03 [ Supplemental Security Income (SSI)

04 [] Medicare

05 [J Medicaid

os [ ] Other government assistance or welfare

o7 [J Religious organizations, foundations, agencies

08 [J VA contract, pensions, or other VA compensation
09 [J Payment source not yet determined

10 J Other - Specify z

99 (] Don't know

FILL SECTIONS C AND D ON THE COVER OF THIS FORM.

NOTES

FORM HHCS-5 {5-5-82)
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Forvm HHCS-20

{6-22-92)

U.S. DEPARTMENT OF COMMERCE
BUREAU OF THE CENSUS
ACTING AS COLLECTING AGENT FOR THE n
DEPARTMENT OF HEALTH AND HUMAN SERVICES
U.S. PUBLIC HEALTH SERVICE
CENTERS FOR DISEASE CONTROL
NATIONAL CENTER FOR HEALTH STATISTICS

FLASHCARD BOOKLET

NATIONAL HOME AND
HOSPICE CARE SURVEY
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(Cut along broken lines)
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FACILITY CARD 1

1. FOR PROFIT - includes individual or private, partnership,
corporation

2. NONPROFIT - includes church-related, nonprofit corporation,
other nonprofit ownership

3. STATE OR LOCAL GOVERNMENT - includes State, county,
city, city-county, hospital
district or authority

4. FEDERAL GOVERNMENT - includes USPHS, Armed Forces,

Veterans Administration

5. OTHER

FORM HHCS-20 (5-22-92) Page 2
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FACILITY
CARD 1

FACILITY CARD 2 cart

FACILITY
CARD 2
(Right)

ENIPLOYEES ON PAYROLL (as of last pay period)
Full-time (35 or more hours per week)

Employed
Budgeted vacant positions

Part-time (less than 35 hours per week)

Employed
Budgeted vacant positions

SERVICES PROVIDED DURING THE LAST PAY PERIOD

Total hours worked by full-time and part-time staff

Total hours of service provided by those not on your payroll
Total visits made

TYPE OF EMPLOYEE

Physicians

Registered nurses

Licensed practical or vocational nurses
Nursing aides and attendants

Home health aides
Homemakers/Personal caretakers
Dieticians/Nutritionists

Occupational therapists

Speech pathologists and audiologists
Physical therapists

Social workers

Health educators
Pastoral/Bereavement staff
Administrator/Director

Case manager/Case coordinator
Secretarial/Clerical

Other health personnel

Other personnel

{Cut along broken lines)

FORM HHCS-20 (5-22-92) Page 3
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FORM HHCS-20 (5-22-92)

W=

PATIENT CARD 1

White

Black

American Indian, Eskimo, Aleut
Asian, Pacific Islander

Page 4
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PATIENT CARD 2

PRIVATE RESIDENCE - house or apartment, rented or
owned

RENTED ROONM, BOARDING HOUSE - room or boarding

house open to anyone as defined by the landlord for rental
payment

RETIRENMENT HOME - a retirement facility that provides

-room and board to elderly or impaired persons; often includes

a separate hospice wing or unit that provides nursing,
medical, personal care, etc., to those needing it

BOARD AND CARE OR RESIDENTIAL CARE FACILITY - a
facility having three beds or'more and that provides personal
care or supervision to its residents, not just room and board
(for example, help with bathing, dressing, eating, walking,
shopping, or corresponding)

OTHER TYPE OF HEALTH FACILITY (including mental
health facility) - other facility or institution that provides
lodging, board, and social and physical care including the
recording of health information, dietary supervision and
supervised hygienic services for three or more patients not
related to the operator

OTHER

FORM HHCS-20 (5-22-92) Page 5
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PATIENT
CARD 1
(Left)

PATIENT
CARD 2
(Right}
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FORM HHCS-20 (5-22-92)

1.
2
3
4.
5
6
7

PATIENT CARD 3

Self/Family

. Nursing home
. Hospital

Physician

. Health department
. Social service agency
. Other

Page 6
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PATIENT CARD 4

1. Spouse
2. Parent
3. Child
4. Daughter- or son-in-law aTERT
u CARD 3
5. Other relative Wit
PATIENT
6. Neighbor rffﬁg_'ﬂf_-_-
1
7. Friend 1
|
{
I
8. Volunteer group !
|
9. Other i
I
|
|
!
I
I
I
I
I
!
{
I
|
b,
13
1.S
I'e
1$
re
19
K+
5
I's
g
IS
|
|
|
}
i
|
)
|
|
|
[
I
|
I
|
|
|
|
|
I
(
I
I
I
1
FORM HHCS-20 (5-22-92) Page 7 :
|
I

142



R G
N = ©Q

FORM HHCS-20 (5-22-92)

© O NOOGRWNS-S

PATIENT CARD 5

Eye glasses (including contact lenses)
Dentures (full or partial)

Hearing aid

Wheelchair

Cane

Walker

Crutches

Brace (any type)

Oxygen

. Hospital bed
. Commode
. Other aids or devices

Page 8
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PATIENT CARD 6

1. PARTIALLY IMPAIRED - cannot read newspaper print but

can watch television 8 to 12 feet
away

2. SEVERELY IMPAIRED - cannot watch TV 8 to 12 feet away,
. but can recognize the features of
familiar persons if they are within 2
to 3 feet

3. COMPLETELY LOST, BLIND

PATIENT
CARDS
{Left)

PATIENT
CARD 6
(Right)

— —— ot ot o s

(Cut along broken lines)

FORM HHCS-20 {5-22-92) Page 9
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[ | PATIENT CARD 7

1. PARTIALLY IMPAIRED - can hear MOST of the things a
‘person says

2. SEVERELY IMPAlRED - can hear only a few words a person
says or loud noises

3. COMPLETELY LOST, DEAF

FORM HHCS-20 (5-22-92) Page 10
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PATIENT CARD 8

a. BATHING or SHOWERING - washing the whole body;
: includes the process of getting in or out of tub/shower

b. DRESSING - getting clothes from closets/drawers and putting
them on. Includes managing buttons, zippers, and other
fasteners; excludes tying shoes

‘c. EATING - getting food from plate to mouth; excludes
assistance with cutting meat or buttering bread

d. TRANSFERRING IN OR OUT OF BEDS OR CHAIRS -
getting into and out of bed or getting into and out of a
chair/wheelchair

e. WALKING - moving from one place to another by advancing
' the feet and legs in turn at a moderate pace

f. USING THE TOILET ROOM - going to the toilet, transferring
on and off the toilet, cleaning self after elimination and PATIENT

arranging clothes; excludes bowel and bladder functioning CARD?

PATIENT
CARD 8
{Right)

T T T TTT T YT T T T T Cutdlong brokenlines)
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PATIENT CARD 9

Doing light housework
Managing money

Shopping for groceries or cldthes'

Usmg the telephone (dlalmg or
receiving calls) |

Preparing meals

f. Taking medication

FORM HHCS-20 (5-22-92)

Page 12
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9.

10.

11.

12.

13.

14.

15.
16.

17.

18.

PATIENT CARD 10

SKILLED NURSING SERVICES - coordination by an R.N. or an L.P.N. of a
care plan; e.g., catheterization, injection

PERSONAL CARE - aid in bathing, dressing, using the toilet, getting in and
out of bed, eating, or walking

SOCIAL SERVICES - counseling, advocacy coordination, information,
referrals; e.g., legal aid, job, housing assistance

COUNSELING - counseling and/or therapy that assists the patient in
minimizing stresses and problems that arise from social, economlcal or
psychological situations and that assists the patient in maximizing positive
aspects and opportunities for growth

MEDICATIONS - providing prescription medication

PHYSICAL THERAPY - from a certified or licensed physical therapist;
treatment to restore function, relieve pain

HONMEMAKER/COMPANION SERVICES - services that are necessary for
maintaining a safe and healthy home environment for the patient (e.qg.,
cleaning the patient’s kitchen, doing personal laundry, preparing meals) and
other services to enable the patient to remain at home

RESPITE CARE - care provided to the patient in the home or inpatient
setting to relieve the family or primary caregiver, due to family psychological
problems, caregiver fatigue, or required shori-term absence of the caregiver

REFERRAL SERVICES - referral to other sources for services that are not
provided by the facility

DIETARY AND NUTRITIONAL SERVICES - direct counseling by a trained
nutritionist; does NOT include supervision of special diets

PHYSICIAN SERVICES - evaluation and/or treatment from a licensed M.D.
{not including psychiatrist), D.O., or physician associate

HIGH TECH CARE - specialized care, in the home: examples include;
respirator/ventilation therapy, IV therapy, chemotherapy, renal dialysis, etc.

OCCUPATIONAL THERAPY/VOCATIONAL THERAPY - from a reglstered
or licensed occupational therapist; special restorative treatment

SPEECH THERAPY/AUDIOLOGY - evaluation, treatment, and monitoring
of specific communication disorder(s)

TRANSPORTATION - provision of transportation

ENTEROSTOMAL THERAPY - therapy designed to teach the proper
method of caring for an ostomy site or caring for an ostomy site

NMEALS ON WHEELS - program that provides regular delivery of food to
elderly and handicapped persons with limited mobility. Often provided
through a volunteer network

OTHER SERVICES

FORM HHCS-20 (5-22-92) Page 13
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CARD 9
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PATIENT
CARD 10
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PATIENT CARD 11

Registered nurses

Licensed practical or vocational nurses
Nursing aides and attendants

Home health aides
Homemakers/Personal caretakers
Social workers

Physical therapists

Physicians

© N O RONHA

Occupational therapists

Y
o

Speech pathologists and audiologists
Dieticians/Nutritionists

- =k
N =

Health educators
Volunteers

mk wd
hW

Other providers

FORM HHCS-20 (5-22-92) : Pana 14 149



PATIENT CARD 12

1. Private insurance

2. Own income, family support, Social Security
benefits, retirement funds

3. Supplemental Security Income (SSl)

4. Medicare

5. Medicaid

6. Other government assistance or welfare

7. Religious organizations, foundations, agencies
8. VA contract, pension, or other VA compensation

9. Payment source not yet determined
10. Other

PATIENT
CARD 11
(Left)

PATIENT
CARD 12

{Cut along broken lines}
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SAMPLE SELECTION TABLE [ 1 - 3,000 ]-

Total # Listed

Sample Line Numbers
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11

8
12
15
12
14

N
(8}
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NOTE: This Is the first page of sample selection table [1-3,000]

3

3 4

3 4 5
3 4 5
3 4 5
4 5 6
3 4 5
4 5 6
4 5 6
6 8 10
5 7 9
5 7 9
7 9 11
5 7 9
6 8 .10
9 12 15
8 11 14
8 11 14
10 13 16
8 11 14
8 11 14
12 16 20
13 17 21
12 16 20
10 14 18
12 16 20
10 14 18
13 18 23
15 20 25
12 17 22
16 21 26
14 19 24
14 19 24
18 24 30
18 24 30
16 .22 28
14 20 26
16 22 28
13 19 25
16 23 30
17 24 31
18 25 32
16 23 30
15 22 29
19 26 33
23 31 39
20 28 36
22 30 38

*U.S. Government Printing Office: 1994 — 301-019/00010
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Reviews of

New Reports

From the CENTERS FOR DISEASE CONTROL AND PREVENTION/National Center for Health Statistics

National Hospital Discharge Survey:

Serles 13-114
{PHS) 93-1775

Authors: Graves, E.J. and Kozak, L.J.
For information contact:

Kathy Brannan

Sclentific and Technical Information Branch
6525 Belcrast Road, Rm. 1064

Hyattsville, MD 20782

Tel: (301) 436-8500

Annual Summary, 1991

An estimated 31.1 million
patients, excluding newborn infants,
were discharged from short-stay
non-Federal hospitals in the United
States in 1991. This and other
inpatient data are presented in a new
report from the National Center for
Health Statistics (NCHS).

Inpatients in 1991 used 199.1
million days of hospital care. The
average length of stay was 6.4 days
and the discharge rate was 124.1
discharges per 1,000 civilian
population. These statistics, along
with other inpatient data by
diagnosis, procedures, sex, age, and
geographic region, are presented in
the NCHS report, National Hospital
Discharge Survey: Annual Summary,
1991.

Of the 31.1 million patients
discharged, 68 percent underwent one
or more surgical, diagnostic, or
therapeutic procedures.

Approximately 14 percent of all
surgical procedures and 20 percent of
all nonsurgical procedures were
performed on patients 75 years of age
and over.

According to the report, 165,000
patients with a diagnosis of human
immunodeficiency virus (HIV)
infection were discharged from
short-stay hospitals in 1991. This
figure contrasts sharply with the
10,000 HIV patients discharged in
1984, the first year that HIV
discharge statistics were collected for
this study.

Data on hospital discharges are
collected through NCHS’ annual
National Hospital Discharge Survey.
Information is obtained from a
national sample of the hospital
records of discharged inpatients.

Copies of this report can be
obtained from the U.S. Government
Printing Office by using the order
form on the back of this release.
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